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ABSTRACT ‘ &j/ ‘ "
The two documents contain the final report and .
.executive summary of a 2 year study on the impact of P.L. 94-142 (the
"-Educaétion f£6r All Handicapped Children Act) on: nine Michigan
- handicappedichildren {5 to 10 years.old) who had participated in an
integﬁq@ed preschool. Section I of the final report presents
. pintroductory information with an overview section and sections on
*. "P.L. 94-142, stiudy rationale, the 'sample and the setting, the
conceptual framework (ethnographic), and organization of the report.

The second section is the bulk of the report and contains detailed
information -on Six cases. Each tase is. described in terms of ., ,
-introductory informatien (brief case Ssketch,-chronology of contacts '
with institutions and service programs); the case as it relates to ,

‘the five provifions of.the law {protection in evaluation procedyres,
procedural safeguards, individualized education program, least .
restrictive environment, parént involvement); and major issues in the

* case. Finally, findings on.the cases are: analyzed in terms of the
provisions of the law, The executive summary outlines seletted
findings- in terms of institutional responses to the Act, '

, -implementation of the central provisions of the Act, the leas .
restrictive appropriate envirqnment mandate, and parent involvement. -
Cited among study fihdings arel the following: the county.in which Ss -
live has not yet developed an adequate continuum of service at the

- preschool level for handicapped children; theré continued to be very

"little coordipation between servide systems serving handicapped ) R
children; school districts, were genkrally passive in informing .
parents of their own and their' children's rights under the .Act, ,
despite plentiful special edudation services: the county offered no
mainstreamed publi¢ preschool eptions; and when there was deeper N

* parent involvement, there was more tension between parents and
professionald. (SB) .
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N 1. Introduction RN
- / »
Overview . -

\

This report presents the findings after two yéars of what is'de§5gﬁed to

be a Tong-term study examining the impact of P.L, 94-142, The Education for

capped children have responded to the mandates of P.L. 94-142, the study is
- subtitled "Institutional Responses and Their Consequences." N
X Our sample ctonsésts of nine handicapped children and their families, *
whom we have followed in-depth as they. have negotiated the world of schools,
hospitals, clinics, and other institutions serving handicapped children in
various ways. We have <interviewed parents, teachers, therapists, physicians,
school administrators, the children's evaluation teams, and othgrs. We have
observed the children in their schoo] settings. We{have analyzed records,
evaluations, ceports, IEPs as written, and other relevant documents. And
we have attended .meetings where decision-making about educational placement
and program planning take place. , Through this'multifaceted data.collection
we have tried to understand responses to the major provisions of P.L. 94-142
through the eyes of those affected-in various ways. . .

L d

The Education for. All Handicapped Children Act - : ' -ﬁx\

The Education for All Handicapped® Children Act of 1975, P.L. 94-142,
‘represents the most important iegislation for the, handicapped ever passed"
(Edwin. Martin). Its.princip]es,;in their interpretation and implementation,
are beginning to ‘have a significant impact on the nature of education for
handicapped children and youth. These principles are; zero reject, the
right to be included in public educatign programs; non-discriminatory classi=’
fication, the right to be fairly evallated; irdividualized and appropriate
education; least restrictive platement, the right to normalization; procedural
due process, the right to protest; and participatory democracy, the right

.o for parents and others to barticipate in decision-making processes (Turnbull.
— & Turnbull, 1978).. : . . . - -

[

~ The central provisions of P.L.. 94-142 relate closely to the ahove !
principles, and are commonly seen as the following: . (1) protection in
evaluation procedures; {2) procedural. dile rprocess: (3) individualized egduca- )
. tional program; (4) Teast restrictive appropriate placement; and -(5) parent
. - involvement. These provisiong shape a mandatory process of multi-faceted

evaluation, planning for placemefnt, placement decisio -WRaking, designing of
an individualized program' to meet a chiid’s~#eeds3-im31gg§ntation of that
program, periodic review of a child's progressyand periddic ‘review of” that
child's program, .including re-evaiuation. ‘ .
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The passage of P.L. 94-142 regpresented the culmination of a struggle
that parents of Randicapped children, advocacy groups, professionals, and -
others waged for over two decades, principally in the courts, but also
through the legislative process and in the federal bureaucracy.. Precedent

, for the law emerged out of the civil rights litigation of the 1950s and
1960s, and out of a series of court suits in which it was found that the
constitutional rights of Jarge number of handicapped children were being
denied by Tocal and state school systems (Gliedman & Roth, 1978).

¥

Rationale for the Present.%tudy

Oné of the provisions of P.L. 94-142 was for the Bureau of Education ,
for the Handicapped- (now the Office of Special Education) to adninister
the Act and evaluate progress in imp]ementation,.réporting findings. periodj-
cally to Congress. A set of questions was developed, relating "to the
evaluation requirements of the Act and to the Congressional findings which
Ted to the Act™ (BEH, 1979). Among these were questions on the consequences
of implementation of P.L. 94-142--administrative, fiscal, and attitudinal
reactions;.and a question on the extent to which the intent of the Act was
being met, related to the principles outTined above.. The present study was
funded by BEH to provide information that would contribute to answering both_
those questions, Specifically, the study was funded to examine the .impact
of P.L. 942142 on the lives of the intended beneficiaries--handicapped
children and their familjes., - - . ) c

In-depth study.of a small. number of handicappea children and their

ies over a long period of time has proven to be an excellent vehicle

ruly entering the world of these children and their families to gaig
a sense of the human impact of a particular law and its accompanying regu-
Tlations. -And in entering’ their world, we have also entered that of their
teachers, administrators, therapists, advocateg and-others involved in
shaping and providing educational and related services. It has not been
difficult to gather data: the handicapped children themselves, their". .
parents, teachers, therapists, administrators and all others involved in the
educational'proce§s all care deeply about the effectiveness and ‘appropriate- -
ness of . that process, and have been glad to share their experiences. By
and large, differences in perspective_tend to be nonést differences, with
the best interest; of the children in mind. o

Yet it has also been crucizl to acknowledge and come to terms with
the fact that P.L. 94-142 §s not betng implementea in a vacuum. The fifty:
states and their 16,000 school districts have had their own approaches to
meeting, or failing to ﬁpet, the needs of handicapped children and 'youth for
a Tong time. Also, as. Has Reen widely noted, appropriations for implementing
the mandates of P.L. 94-142 have been well bélow authorizatidn levels. Thus,
many states and districts ﬁave been given increased responsibility to serve
handicapped children, without a proportjﬂnate increase in*resqurces to dp
sO. > . ) . .
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‘the two-stage process into one, with placement decisions being based on

decisions. Often, in practice,

. v . .
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The Sample and the Setting ° _ . ‘\\~ . -

-

The nine children in our.study come,from a Targer g?on that all

. participated in an integrated"prq;choo] program run by a non-profit.

educational institution in“the mid-seventies. As will be seen in the
case studies themselyes, this common experience had some influence on the . - .
subsequent educational history of all these children. But the nature of -

. that inflyence-Varsed widely. The children in the sample Tive in widely’

disparate communities ¥n southeast Michigan, come from a variety of
family backgrounds, an represent a wide range of handicapping conditions.

.+ In addition to all having participated in the preschood program, 311
the children in the study have been influenced by the fact that since 1973
Michigan has had its own special educatjon law, P.A. 198. This law was .
designed to be implemented immediately, and by 1975-76 most local educa- . -

tion agencies (LEAs) in Michigan were making serious attempts at compliance.

P.L. 94-142 and P.A. 198 are quite parallel in their intent and most of . -

their provisions. However, the Michigan state law differs from-the federal .

law in two notable rdspects: first, the state aw mandates educational . e

» services for handicapped children from birth to age 25, whilé the federal

Taw mandates “services from ages 3 to 21 (to'Qe implemented by fq]ﬁ 1980,

state Taw permitting); secqnd, the deVvelopment of an Individualized -

Educational Program (IEP) in Michigan is divided intb a two-stage “process,
requiring two separate committees: an Educational ﬁ]anning and Placement - e ¢
Committee (EPPC) and an IEP committee. The regulations interpreting P.L.

94-142 require-tire placement decision to be bised on the IEP; thus it cannot -

.be made until the IEP has been finalized. In®this area, at that time, T

Michigan appeared to be out of compliance. The state has since combined | T

the individualized educational program. 7

, This Tatter-differente between the state and federal laws deserves, some-
careful explanation, both to enhance understanding of events described in

.the cases,’and becayse there has been some auestion as to whether in fact

Mithigan is acting in complijance with the intent and the letter of -P.L. 94-

142-in this area. In Michigan, the Educational Plannind and Placement . ,
Committee is the body fesponsibte for making decisions.about eligibility.

fdr "special -educaticn services, ana about aporooriate nlacement and services

to be received.: The decision about placement--for exafipte, in a.self-contained.
special education class\room, & mainstréamed classroom, or'a shared-time .
program--precedes the formulation of educational.goals ‘'and objectives for the ‘
year. These Tatter are formulat v a secongd boay. the IEP committee, at

a later date, The IEP cormittee is’ sually a subset of the EPPC, ana forru-
lation of the IEP is seen as part off,the process of implementing the EPPC

€ IEP .is prepared by the ‘educational .
specialists most closely involved with the’child's program, and reviewed by

the parents. - Rules‘applying to the composition of the EPPC inMichigan are -

.the same as-those for the group preparing the IEPs in the federal statutes.-

- ‘e
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The cases presented and analyzed in this report thus refilect the impact
of Michigan's special education law at “full implementation, and P.L. 94142.
at an éarly stage of implementation. Because the Michigan Law, P.A. 198,. and
P.L."943142 are similar in intent and. procedures outlined. there 1s no sharp -
demarcation in procedures \in use prior to 1978 (the implementation date
mandated for Psl.-94-142) and since then. In fact, the cases codld be said
to illustrate the impact of P.L. 94-142 at relatively full implementation,
since the state 9aw, was implemented in 1975, : R

~

\

[y ’-/,

A Note on Qur Conceptua],Framéwork

‘while broadly speaking our research methodology can be considered %
ethnographic 'in approach,’ our data collection and dnalysis has actually been -
guided by very directive information needs. . The case studies. do-not represent
by any means, the full story of nine handicapped children and their families.
Rather, they focus on a specific aspect of ‘that' story, the effects of one

' federal Taw and its regulations on the lives of these children and the nature
of services .received. Nonetheless, we.have attemoted to examine those
effects, to the extent feasible, through the eyes of those involved in var-
ious ways in*the childreén’s lives. We have tried to.understand and inter-
nalize their perspectives, rather than interpvétinq what we have seen in the

. - light of our own experiences and expectatio@s. " o

‘o o . . ‘ - . s
It has proven particularly difficult to not becdme advocates for the
children and théir families.” As we have come to kmow them, and they us, the

demands of the study have inevitably. become intertwined with.thé educational

history of the children and their familles. Two examples illustrate how this

has occurred. When parent$ of the 'children in the study have asked -us’
questions about their rights under the law, especially when they sensed that
their'rights were being denied, it has proven impossible not to provide them
with the information théy needed (for htman as well as ethical reasons). In
a different vein, our mere presence.at EPPC ' and IEP meetings has been enough
to alter the nature of professionals' interaction with study parents ih a‘i.
quite positive way. according to local advocates accustomed tp participating
in such meetings. ) : ’
. - o

. To get at the human impact of P.L. 94-142, then;/we‘have had to become
humanly involved with.our study families. We have tried at all times to ,
remember our purpose, and especially to try.to understand the stresses that )
professionals are under, and the institutional framework in which they are
" responding to tne law. Nonetheless. the Derspecti’es presentea in. the study
do tend to'come more from the children ana tneir famiiies,.and the reader
should keep this in mind in evaluating .the findings presented.

The Remainder of the Report . g a .

5

.The remainder -of the report will be divided into two main sections. -

* The first will be a presentation of six of our total of nine case studies.

The second will be an analysis of the findings p?esented in thesg'cases,’in

°
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.the corftext of what we

. §ee as two particularly ‘Complex and crucial provisions .
of the law:. placement in the least gestrictive appropriate environment, ‘and

parent ipvolvement in evaluation, program plannirg, and decision-making. The
cases selected for jhctusion in this report yeflect particularly clearly the

issues inherent in.these twq provisions of P.L. 94-142. - The decision-to

focus our analysis on these two provisions of the Taw was made so that .our,
task would be manageable, and we might therefore provide timely and useful . i
infotmation for thdse struggljng to make these provisions work. . The discussion _ -

in_the’ analysis does 'npt synthegizg,‘Uut rather is designed- to comQ]ement,‘ .
the discussion ‘of“each of those two prqvisions contained_ijn the case studies.
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1 . I.« Introduction ° k . .

. .
j . I -
. : ) - N v
»

~Brief Case Sketch, - : " / - -

/ t .

o Helen Fartell was born in May 1974. She is the younger child of John

- and Martha Farrell. ‘Martha had a number of medical problems while she was
pregnant with Helen, particularly during the Tast trimester, and Helen was Coa
born approximately six‘ weeks prémature. An. emergency cesarean section was
performed, as Helen was in the breech position. Martha's medical problems,
and respiratory.complications in Helen after birth, led to periodic monitoring
of. Helen by, the high risk clinid at a local university hospital during her

- first year.- Before she was a year old she was diagnosed as having cereq;al
palsy, affecting. primarily her.lower extremities.” Contact with'servjce g -
agencies began immediately. : . L - .

Beginning in February 1975, Helen has had regular physical and occupa-

tional therapy services; participated in three different early intervention
Wprograms, at times concurrently; and this year,, 1979-80, participdted in

- two primary programs, one mainstreamed, the second for physically or ‘other-
wise health impaired (PQOHI) children. She has had requlatr evaluations in
aill areas-2fine and gross motor development, perceptual development, and
cognitive development. And ng and her parents have had easy access to a
raﬁge;pf specialists in all areas pertinent to meeting Helen's needs. .

+ Yet while Helen has benefited enormously from the wide range qf services
available in the area in which she lives, a number of roblems with a central
institution serving Helen--thg POHI school where she.fias réceived all her, .
physical therapy (P.T.), occupational therapy (0.T.), and some classroom .
services--have cauSed the Farrell's much pain, anger, and copfusion. Their
problems appear to have been,.Targely résolved at this point, due in large
measure to some of the rights recogniZed for parents under P.L. 94-142. - Yet
the pain these problems caused Helen, her parents, and at Teast some teachers. -
and therapists, has Teft a- residue of bitterness that will be hard to

- dissolve. s ’

)

' L &
As_will be- i1lustrated in detail, Helen's case reflects a number of
themes related to the interpretation of P.L. 94-142." The Farrells are
knowledgeable, active, highly involved parents, whose determination nas
done much to assure that Helen has had the best meaical, therapeutic, .
and educational services available. Yet this same determination, activism
."and knowiedge (Martha is a’nurse) has led to conflict with the previously .
mentioned institution about who is to decide what kind of program is best
for Helen. While aware of #hd using theip rig?ts under P.L.»94-142, the
Farrells have been made to fee¥ the full ' 'mora and practical power" of
--professionals to’'make fundamental decisions concerning their clients" lives.
_While mo§t‘of the professionals. involved with the Farrells have been extremely

3
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sensitive, caring, andtresponsive; at least a few have felt that, it wag-
their right and responsibility to determine Helen's’ needs (see Gliedman'
& Roth, 1980, Chpt. 8). These latter professionals have used the evalua-
tion and ‘platement process outlined in the law to impose -their authority .
over the Farrells. T S o

. » - ,\' «. \ LN * N X
. " A second “theme reflected in Hefen“farrells' case has been the difficulty
of determining least rédtrictive a?propriate placement. Different placement
choices have always been avajlable'to- Helen, and73all have meant trade-offs
among various areas (cognitive stimu]ation;‘socia1ization, quality of . -~
physical and occupationral therapy). Working these cheices oyt has meant @
the-fractionalizing of Helen's full program.. A third theme reflected in
Helen's case has béen the relationship between public and.prjvate schools

. ..providing-services to her. Helen has attended a private presthool, “and this

year kindergarten, half-time since she was two-ard-a=half years old; the . -.
public ‘POHI schoal” sifnce-she was four-and-a-half. Questions of. responsibility,
cost, communication, and coordination of services have had to be dealt with.
constantly, - ' e . e,
. The Farrells as a ‘family are wvery tight-knitﬁfand fully involved with:
each other. Economically they are not at all well-off for the time being.-

But they have created and maigtain a warm, stimulating, child-centered
household, and the security of thi's home-base i§ reflected in the children.
Jehn Farrell is completing his college education) and currently.works-as a
counsetor. Martha Farrell is a nurse, and while she cou]d”easi]yﬁhagp-been

fully employed‘dyring the children's early years,, she has. preferred to

work on-call, or part-time. ,Sfie has been mare directly involved in schogs
-affairs than John, although they talk through important decisions thoroughly
- together. Johnny, is eleven months older than Helen, and has contributed to
his sister's ‘development in many ways. He has served as a model and guide
-for her in the preschool “they both attended®and now in the elementary school.
And they are clearly friends to each Qther as well as siblings. .

\ ’h‘ L] - ’ o ) ‘ ! -

.. Helen's main attributes, -for the observor, are determination and intelli-

gence. She is at times extremely independent, refusing help; at times she
seems to welcome assistance, especially from adults. Socially, she has
always been extremély popular among- fer nandicapped ana nén-handicappedzDQEhs.;
A tendency by peers and adults to.help her and dote on her--she js physically
.extremely small and pretty--has created’, if anything, impediments to her - -

quest for autonomy. .

&

3
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A-Chronology of Contacts with Institutions and Senvitg,P}ograms

Martha became pregnant with Helens three months after Johany*s—birth-
That first pregnancy had-been a difficult one, and Johnny was delivered
through cesarean section, as he was' in the breech position. After Johnny's’
birth,"Martha had g borderline high blood pressure condition, and there
was concern over possible toxemia. When it was discovered she was pregnant
again, she was referred to the High Risk Clfhic at the local university

® . . C e .




admitted to

" weeks ‘premature.

A

hospital. The clinic monitored her preghancy carefully, placing her on a
low-sodium diet, and checking amniotic fluids in the second and third
trimester. : .

At the first check, it was .determined that the fetus' Tung capacity
was possibly underdeveloped, but at -the second check that problem did not
appear. Wltra-sound scanning was done, to determine the position and size
of the fetus, and the potential due date. Almost six weeks before Helen *
was due to be born, Martha begap to retain fluids, gaining 7-8 pounds in * .
only a few d%ﬁs. She also had sevgre heddaches. She was immediately-.

e university hospital, put on intravenous flujds and given

diuretics. A day after being admitted, she had an emergéncy cesarean

section, and Helen was born, n the breech position 1ike Johnny, and six
. + N - s
[} ]

Helen was small at birth, weighing five pounds seven ounces. Due to

respiratory problems and her birth history, she remained under observation ‘

in the Neo-Natal Special Care unit of the hospital for ten days, also
receiving respiratory therapy. After Helen came home, the hospital's neo-
natal clinic continued monthly monitoring of Helen, primarily concerned with
a mild anemic condition, but also concerned about Helen's muscle tone.
Looking back, Martha remembers' feeling concerned also about something she
couldn't quite put her finger on. Helen had an inordinate startle reflex,
and seemed very tensé. It was, for_instance, very hard to bathe her because
of her tenseness. Helen also had what Martha felt was high muscle tone. -

At the eighf month, follow-up examination, Helen's pediatrician mentioned
explicity for the first time his concerns.about Helen's muscie tone. He

+ did not mention cerebral Ea]sy during that examination. Upon returnifg

home, Martha reports thinking about What the pediatrician had said, trying
to put things together. As she was describing the pediatrician's concerns to
John "it suddenly“dawned on her;. "Hélen has cerebral palsy." She immediately.

called the pediatrician and ‘asked him, "Are you®telling me she has cerebral
.palsy?" She recalls him replying, ™...well, cerebal palsy is a wide, catch-
-all term, it can mean anything from.the slightest tenseness to complete

, disability... I guess you can call it cerebral palsy in Helen's case."

Sensing tneir concern, ne referred tnem =0 anotner dpctor working in Peciatric
Rehabititation at the hospital. This doctor gonfirmed a djagnosis of diplegic
cerebral palsy when Helen was nine months old. Martha remembers the conver~
sation with this physicianividly: . 2

“...The doctor was very reas{yring and I remember--it's funny, . '
because you have these Tittle fantasies in the back of your

- head about when you have a child, what they're going to be . .

+_ kike. I had a friend whose little girl took ballet; and-that \

was always kind of in the back of.my head, that.someday I'd .
have this little girl and she'd be wearing this little dress \ -
and she'd be doing the ballet. One of the first things the i <
doctor said, which was really devastating at the }ime but - .
probably was the best.thing anyone could have said to me, he :




said: 'l can't look into the future, but I've seen a Tot,

of kids with CP and Helen is not severely affected.- She's

not going to be a model or a ballet dancer, but people

won't turn and gawk at her when she walks down the street

either. She's not.going to be real graceful, but hepefully .
she will walk and she will do things--it'11 just take her

Tonger.' And the fact that he mentioned the ballerina

was very good, because it just brought us down to where we

were and what we had to “expect." T e ‘ .

Helen was re-evaluated by Pediatric Rehabilitation staff in January
1975. Ihprovement in her gross motor ability was noted, and the specialist
who had confirmed Helen's cerebral palsy (C.P.) felt "quite encouraged" as

- to her ultimate prognosis. He recommended to the Farrells that they

participate, at least tempararily, in an infant stimulation progfam run by

an Institute for Regsearch and Intervention in Mental Retardation related

to the university. s Martha was hesitant to get involved in this program, | -
because of the implicit Tabglling Helen wefd get from involvement; but it'

D

* was the on}y infant program-of that type at thé time.

.

The program at this Institute was multi-faceted. For one activity,
mothers and fathérsgbrought their children to weekly group sessions in which
physical and occupational therapists demonstrated activities they could
engage in with their children; for example, ways to he]p relax or stimuiate
the infant, comfortable positions, and related things., Weekly home visits
by Institute statf also included heipful advice on concrete and more subtle
issues, and a1bt of support. The program was designed to.make the parents R
feel competent. Martha notes, 1ooking back, "When you have .a child with a
disability dnd you can do something about it, even”if it's just doing
exercise once a day, I think you feel so much befter about jt." - .

The program also had a parénts'.group, which met monthly to discuss
particular issues. It was-at one of these meetings that Martha first ]earned
about P.L. 94-142, her rights as a parent, and Helen's rights toc a free
appropriate education. It was also at one of these meetings that she went
through a mock Educational Planning and Placement Caommittee {(EPPC) meeting.
Finally, Helen was periodicaily evaljuated in different areas by Institute
staff. The Farrells remained in this program until mid-1976, utilizing all
of its services except physjcé],therapy. They speak highly of the “program
to this cate, and still use the Instituie staff as occasion 1 wresources,
counselors and evaluators. : y &\\ B

During one of their first contacts with the Pediatric Rehabilitation
Clinic at the hospital after .Helen was diaggosed as. having C.P., a nurse
recommended to the Farrells that they contact Jean Rauth, a_physical
therdpist who specialized in infant -therapy and was working with another
Jocal college that had a specia} education'school with an activé POHI
program. Jean Rauth observed Helen, at age 9 months, and disagreed strongly
with the optimistic prognosfis for Helen offered by the pediatrician at
the Pediatric Rehabilitatioh Clinic. She felt Helen was moderately severely

~ . - . ’ . >
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to severely affected by her C.P., ‘ahd would need alot of therapy. She noted
in’ her report that " I am rather surprised that Helen performs as well as
she does, since she has moderately severe spasticity."”

Helen began receiving about two hours a week of physical therapy from

Jean Rauth in March 1975. The Farrells continued participating with Helen

in the university Institute program. A report in June 1975 indicated that
Helen was making good progress, and the Farrells were happy with the services
Helen was receiving. This same combination of services continued for Heleh
during the 1975-76 school year. No public education agency was involved in °
" planning, placement or programming for Helen at that time, and no one °
involved with the Farrells suggested contacting the public schools for any
reason. An Aprii 1976 evaluation by the Institute staff indicated that
Helen continued to have significant gross motor difficulties, due to her
spasticity and related problems, but that she was making progress; that she
was showing excellent cognitive and language development (above average for
her age); that there was some lag in perceptual abilities, and that her
smaliness in physical size continued to be a concern. .

In June 1976 the university Institute's funding for its infant,
stimulation pregram ran out, and participating families .were advised thata’
the program was being terminated. Around the same time, in mid-May, X

" Helen's first EPPC meeting ‘was scheduled by the staff at the local college's
special education school, im consultation with the public school's special
-education department. Helen was two years old at the time. A.consensus®
was reached at that meeting that Felen would enter "phase I" of that school's
early interventicn program in the fall, and continue receiving physical
therapy from Jean Rauth (phase I was a completely, individualized program,
involving parents; a child moved through four phases of the program until
she was_in the classroom with a large group).

f;;‘1976-72\sth001 year began with Helen receiving regular physical
therapyg.and Martha.participating in a mother's group at the school. She
founq th1s group, like -the other, very supportive for her. Jean Rauth was
work1ng intensively with Helen; their rapport was excellent; and Helen was
making progress. Meanwhile, the Farrells were looking for a preschoo
placement for Johnny; who was three. A private preschool orogram bv a
local educationai researcn Toundation was recommended-to them and they ~
enyo]led_dohnny there. As.they came to know that program, they began to
think this preschool, which ran faur mornings a week, might be a éood. ¥ .
s1tuat1on'for Helen also. That fall the preschocl had received a federal
grant to initiate a mainstreamed program, and the teacners, after observing

Helen, felt that she was ready. She entered that program in December 1976. -
(She was then two-and-a-half years ¢ld.) e

During thg fal] of 1976, the gollege's special education school where
_ Helen was ‘receiving physical theragy began undergoing a basic administrative

re-organization., Eventually, this re-organizationswas to have a major impact

on Helen and the Farrells. For a number of reasons, some related to re-
_ Quirements under P.L, 94-142, the governance of the school was transferred

to the Tocal school distPict. Also, the school was designated as the Physically
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or Otherwise Health Impaired (POHI) facility for the county, cémprising
ten districts. The full transition was to take more than a year. However,
" the Farrells began to feel some immediate consequences. .

Soon after the administrative re-qrganization began, the school's
administrators, and the staff of the early intervention program, began pressing
the Farrells to use their'services more fully for Helen. |Arguing that they
.weren't a clinic, they began to press the Farrells to enrold Helen in the
classroom program, in spite of the fact that the Farrells had made it clear
that they preferred the private mainstreamed preschool program for Helen,
and wére perfectly happy receiving just physical .therapy at the POHI

" school, The reasons for the pressure were not clear. One might have been
. <:tﬁ5~ﬁ§ga for numbers justifying the school's existence and future public
funding by numbers of students served. A second reason might have been
professional concern that Helen wasn't gétting an appropriate program at the
private preschool. : . . ) “
- ) In fact, the staff at the POHI school told Martha that Helen needed
a "complete program" at the school. Martha noticed their attitudes toward
. her changing, also. They'begah to act muchfore hostile, even Jean Rauth,
with whom the Farrel¥s had gotten along very well. Martha reports that
_there were a numb?r of meetings to discuss the issue:

.

WEagh i :
-?ﬁg‘ "...we had all kipnds of people come, from the university
. Institute, Pediatric Rehabilitation, the, private preschool
> program. They all said that Helen doesn't need the full day
" program at the POHI school, she was doing very well at the main-
, N streamed school., THe POHI.staff were saying she needed their, . '

program for socialization, a complete program....finally, they
\{éluctantly agreed to let-her come in for therapy, but there .

was alpot of feelirg, and it was very obvious; there were remarks
made all along, little digs, cracks...once when Johnny and I were -
waiting for Heleh in an empty.classroom, she was in PT, the
teacher came in and said, 'it's interesting. that you're willing

. -to use our facilities for babysitting your son, but not witling,

S to let us use them to serve your daughter...'"

N
.

.. Martha recails that tne main feeling she had that year was fear that the
hostility of the POHI school's staff was going to be turned toward Helen.
.It wasea rough year for the family, and Martha feels that this was due to
the attitudes of a’'few professionals. Meanwhile, Helen was thriving at
the private prescnool. After some initial adjustments, for example, gver-
- coming fear, of the other children, she was fitting in well, growing
" intellectually and socially. She'was very happy to be with Johnny. The
teachers at the preschoo\'reported that she was. having a very successful
experience. . , ¥ _
] - - * ¥ . 9 M
. By June of 1977, it wa$ clear that the POHI school staff would request
am EPPC meeting for Helen for the fall. Tronically, dJohn and Martha did not

-

. . .want tfie meeting: they were afraid that the delicate compromise they felt
they had reached with the POHI school staff would crumble under the weight of
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professﬁgnal\hsqgigsus certified by a formal placement review. Further,
er that Helen would have if she participated fully in
the edr]x.interve%tion Program was the one from the "baby-sitting" incident,

described above. The ‘Farrells decided to prepare carefully for the meeting.

.They requested that a number of additional pecple.be present, including
- staff from the university Institute program,. the private preschool, and

an advocate. .. /

. The 1977-78 school year began with Helen in the private preschool
program four mornings a week; and receiving physical ‘therapy at the POHI
school three days a week in the afternoon. The EPPC was postponed, re-
scheduled, and postponed again. One day in September, Martha happened to .

rum into one of the staff from the university Institute in the hall .at BN

the POHI school while she, Martha, was on her way to pick up Helen. Martha
asked this person, one of those she had requested. attend Helen's.EPPC,

what she was doing there. She said that she had come for Helen's EPPC at

1 p.m. Somehow, the POHI staff had notified everyone of the revised
meeting time but the Farrells. ’ .

The meeting went as Martha had anticipated. ’The atmosphere was
confrontational: "us against them." There was a lot of feeling, with the .
POH] staff telling Martha that Helen needed their program, and Martha
and other professionals present arguing that she was thriving in the main-
streamed preschool program, and only needed the physical therapy services at’
the POHI sc?éoT: The Farrells' preparations for the meeting basically paid
off. Heleniwas to continue in the mainstreamed pre?&hoo] program mornings,
receive phy§ica1 therapy at the POHI school three afternoons a week, ahd, at
the absolute insistence of the POHI staff, receive occupational therapy two ”
afternoons a week. As Martha said, they didn't want the 0.T.--she was a
nurse and felt she could work on the fine motor skills with Helen herself; .
also, it made Helen's week too demanding physicaliys But they were tired
of fighting. - : ) .

Thus, the 1977-78 school year progressed. The hostility toward.the

'Farrells,gn the part of the POHI school staff continued and deepened.  As

Martha notes: "there were days when I couidn't muster up the nerve to walk

in the” building, ,it was that negative." Helen continued to progress in the

private preschool, but ner scneduie was tiring her out: “sne was extremely .« o

tired, she'd fall asleep on the bus, come home and sleep some more..." Also,

the occupational therapist at the POHI school began to relate to the Farrells

her concern that Helen was learning disabled. In her reports, "she seemed

to focus on wnat was wrong witnh Helen." {Martha feels that behind tneir

desire to find something wrong was a desire to justify her being in the

POHI program.) . '
A . %xf' . .
The 1978-79 schpol year began, without formal review of Helen's place-

ment. “She continued: in the mainstreamed preschool-in the morning, and

neceiveakP.T. and 0,T. in the afternocn. During the previous year, the Farrétls

had been persuaded-to have Helen participate informally during fwo afternoons a’

b

week in the cidssroom component of the POHI school early intervent¥on program,
"to allow therdpists to observe in the classroom setting, and thus facilitate
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planning for therapy." This arrangement was implicitly formalized--again,
the Farrells were tired of struggling--and Helen's week became even fuller.
Extremely samll in size, and using enormous physical energy to master her
body, theydemanding daily schedule continued to be too much for Helen. 'Yet,
the Farr:}ls report that- the preschool- experience was extremely positive for
her, she enjoyed it enormously. And in orger to get physical therapy,
crucial to her gross motor and physical development, she had to participate
in 0.T. and the classraom program. g S :
During the 1978-79 year it became increasingly clear that Helen would
need corrective surgery,’to release some of the extremeiy high muscle tension.
While she had made much progress physically during the last two years, she

. continued to.have’ “turning-in" groblems, balance and postural problems, and

alot of spasticity. In April of 1979, she returned to-the university hospital
for corrective surgery. During that spring, Helen's occupational therapist
had mentioned to the Farrells that she wanted o so some testing of Helen,
because shg _felt there were possible Tearning and perceptual problems. Martha
reluctantly agreed, and then wrote a note asking the therapist to postpone
testing because of Helen's upcoming surgeyy.  The day Helen returned to
the POHI schopl after recuperating from her surgery and a bout of chicken-
pox, she came h?me and told Martha she had been tested. ’
o7 ’

Martha called the occupational therapist and poirited out that this
was the least ideal ‘time for ‘her to be testing Helen--she had missed school
for her operation, was recuperating from that and chickenpox, and by the
aftegnoon, when the testing would be done, Helen was extremely tired.
Nonetheless, twq“weeks after the school term ended, the Farrells received
a report of test results from the occupational therapist. The report .
hinted at perceptual-problems in Helen, and ,the possible need for her to .
be classified as Tearning disabled. The Farrells were~tremendousTy upset--
there was ho evidence from her preschool program that Helen had any
perceptual or learning problems. : .

b -The Farrells arranged~immediately for an independent, comprehensive
evaluation of He]en\ip/§11 perceptual areas, to be conducted by the
university Institute. The Institute had staff with national reputations.

in the area of learning disability. Testing took place in August 1979, -and
the findiggs confirmee tne Farreils' seiiefs. The Tindings inaicated tnat
Helen's overall cognitive/perceptual functioning (she was five years, three
months old at that time) was equal to that of a child in first grade; that
Helen did not have perceptual deficits; that future teachers shouid be

-aware that she may pe slower in execution of some tests, but that sne will

accomplish them, especialiy if sne is properly seated to perform them; and
that Helen should not.be held back in any way because of her physical
handicdp. The Farrells wanted the 0.T. report removed from Helen's records,
but thi as not pqgssible. They have managed, though, to have the independent
evaluation included in those records. -
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Thé fall of 1979 brought major changes to the shape of Helen's educa-
tional apd therapy program. As in 1978-79, there was no formal review of
Helen's placement.. Rather a process .of negotiations over the phone and
during meetings at the POHI school led to Helen's placement in the primary
program (for- children five to nine years of age) of that school in the ™
afternoon,” with a new teacher, and new, therapists. Also, Helen entered
the elementary program of~§he private educational research foundation fiye
mornings a week. Johnny hdd entered that program .a year before. :

While continuing the last year's pattern of an extremely full,
demanding day for Helen, the new placements eased many of the pressures on
the Farrells. For one thing, the new teacher, physical therapist, and
occupational therapist were much more open, supportive, and sensitive to. .
the Farrells' concern?. They didn't impose their authority on the Farrells.
And they seemed to really. care deeply about Helen. (Jean Rauth, Helen's
Physical therapist for over three years also cared deeply about Helen,
and came to be a special figure in her Tife.) In the mainstreamed elementary .
program of the private 'school, Helen again had to make the adjustment to
a new-physical environment and new children. But her and her family's whole °

“historical experience with that institution had been very positive, and she
made the transition easily. P L
. In fact, one of the ironies of the Farrells' twg yéars of particularly
harsh conflict with the POHI school administrators and early intervention
staff was the constant comparison being made in the Farrells' minds between
the two institutions. Martha has said that the private school was "the
'only thing that kept\us going during that period." For example, during
Relen!s opgratien, the childrer in her class all made gifts and had them
The taachers visited her, and took photos; when she
0 class-she used the photos to, describe 'the whole experience.
Jean Rauth was apparently the bnly POHI staff member to visit her, or do

,something to he]B,her thyough that period.

. During the 1979-80 school year, the Farrells' -feelings about the

POHI school expétience for Helen began” to soften, and they Began to see more
positive aspects of it. The change of staff made a big differente. _Also

" the Farrells came to see that it was Just as important for the development

. of Helen's selficonzent that she soend time with nther phvsically hancicannad
ghi]dren--they have neeas and propiems simiiar to hers--as with non-handi-
capped children. ‘Helen herself said to Martha 6qg day this year: ‘“Every-
body can walk and I can't." The year was a good oni/for Helen, with progress
in all areas of develcoment. She sesmed to like both programs, and came to
respond better to the-physical and méntal ‘demanas of a very tull day.

Nonetheless, the Farrells came to feel duringAihe spring that

v

academically they wanted her.to have one first grade program during ‘the
1980-8] school year. “Shared-time" would possibly be more convenient for

i
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the ROHI school staff, but not for Helen. The first grade p]acement'they

wanted for Helem was the mainstreamed private school program. They 1iked

the POHI primary program--the teachers and therapists, said Martha, "actually

see her as a kid, they always have something positive to say about her." .

But the mainstreamed program had a full-day first grade that wasn't easily

divided; and it was the 1gast restrictive, yet appropriate, environment

for Helen. The challenge was going to be to get physical therapy services,,

without the full program, from the POH} school. )
An EPPC meeting was called for the end of May 1980, the first formal

placement review in almost three years. -Again, the Farrells prepared

thoroughly, this time requesting the presence of twp advocates, both well- .,

known. and respected in "local special education circles. The POHI schoed

principal chaired the meeting. In attendence, aside from the POHI primary

staff, was one of Helen's teachers from the private schoel, and the Director

of Special Education of Helen's home school district. A high-powered group

had obviously been assembled for the meeting.’ * ) L

-

> The .EPPC started out with the normal routine for such meetings in this
particular district. Teachers and therapists gave progress reports. The
summary findings of all recent evaluations were reviewed. The nature of «
Helen's current”program was reviewed.. Both classroom teachers pointed:out

that Helen had made good progress cognitively and socially- that year. She

had become less dependent on adults, more dependent on peers. She was totally
functignal in class, and was only constrained by 'the fact that she completed
tasks ngg slowly than non-handicdpped peers. Helen's physical therapist .
pointed out that a continuing combinatidn of weakness, tightness, and .
imbalance muscularly and neurologically was slowing priogress taoward indepen-
dent walking.. She was concentrating, ‘she said, on the individual habjits that '
make up walking, the quality of Helen's gait. She wanted Helen to learn to

- monitor her own movement. Posture, and center of gravity, were other” issues.
The occupational therapist was somewhat ambivalent in her xeport. :Mhile
mentioning a number of tasks that Helen had accomplished, she-emphasized that
she did things more slowly than normal. Both therapists said that ‘Helen is
very functional--"she'S aTl over the place~™ o .

’

. t

Next, the principal of the POHI school laid out what he saw as«the four
reasonable alternatives for olacement for Hel'en the foilowing’ year. ohese
were: regular public schooi, first grage full-time; requt® first grade,
plus support services (teacher.consultant, therapists); shared-time: regular
first grade and the POHI ‘special education class (self-contained); just the
POHI special egucation-program. At tnaz point, aware of an obvious san in
the alternatives offer€d, tne distriet.-special eaucation director pointed.
out that "parents also have an alternative available to them, which is a
‘private program, outside the publ<c school system; but a school-based committee
would not recommend that kind of placement.” o - ' ‘

- » .
o 3

X 3 . ’ . -
" A discussion of’ﬁﬁe public school alternatives ensued, with all partici- .. =
pants, including Martha Farrell, discussing pros and cons. It began to be
“clear that the shared-time option 'was the alternative of choice .of all the\)
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POHI staff and of the districf,Specia] g;;cation Director. The reason was

- that Helen would have the best of both worlds: ~ half-day of a mainstreamed
environment, half-day ‘of the unique services that only theé POHI school could '~
provide (fOf example, a"POHI certified classroom teacher). The discussion
turned on whether Helen could have a successtully coordinated program, with
effective therapy, if the therapists had to go out to a local school to work "
with her. If the only need fog Helen to be in a more restrictive environment
was for her to receive theraﬁ??rcou1dnjt the therapy he brought to a less
restrictive environment? o ' J

a, . Y
.At that point, one of the advwocates asked Martha to expré%b her desires
for the 1980-81 year.~ Martha then. said that she'd been very nappy with
shared-time that year, but was beginning to be more concerned with academics.
For at Teast Yirst grade, she said, she ¥anted to have.Helen at. the private
-+ school full-time, with pnysical therapy and occupational therapy consultation
" from the public schools (i.e., ancillary special education services).

‘The ‘Dirdctor of -Special Education, who had been acting somewhat a$ an
intermediary during the whole Tmeeting, then ®xplained that Martha was in
effect requesting that Helen be withdrawn' from the public schools, and that
the referral process for special education services for Helen would have to
begin again, with anpther EPPC convened. She pointed out that all private

. schools in the area can request'specialﬁeducation services, and that they -
A would work through the county office to determine the equitable amount of i
services to.go to-Helen; they had to assure equal delivery, given resources,
of services to‘publi¢ and private school children. - «‘ . M

The principal of the POHI schpol then said: ‘this is. an gducational
procedure«for me...I came here today prepardd to collectively come to a
recommendation for an appropriate program for Helen...I think at this. -
Jjuncture we're saying that's not a collective decisjon-we're going(to make
today, Mrs. Farrell is making that decision." At that ‘point the meetin

"broke up into small groups. - ‘ )
Upon re-convening, the Specidl Education Director, swho had in effect
taken over the "negotiations", offered 'a compromise: while shared-time
usually meant 50/50. in Helen's case thev could see 6Q/40.being aparcoriate’
. with the private scnooi program being “60", and Heien remaining a pupiic
school student. -It had been clear throyghout the meeting that the director
genuinely wanfed the best possiblé program for Helen, and that she thought
the shatred-time.oction wouid ive Haien the hest of botn worlds. s The POHI
staff, on the other nand, felt that they wogid have alot of problems cooraina-
ting services with the private school {which was only five minutes away) if
Helen jsut used their physical thetapy ,services. Also, theyife]t thatga _non- .
POHI trained classroom teacher, however well-intentioned, couldn't-giveMelen
. the kind of .aly-around classroom program a PPHI certified teacher could. The
* private teacher said that they would be glad to cooperate in any way.
the POHI staff felt useful and appropriate. - ; . ' g
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" Afsamy - Jartha remained adamant. in her desires,'saying that she  ~
+ Just waRiEd: ] yilkaze dispuption to Helen's progmam. The Director.of
Y Special O M, 3 final gdsture of compromise, reminded the group
‘ « that six, ek weeks into the next yédr They could always call

.~f;?§§2§$¢hings; that ptacement is a."fluid 'thing.* "We.

0 gxpREFEzour judgment," she pointed out, "and I certainly

’ respect ‘your (}e '-:is)ioﬁinion." She promised’to try to arrange the next
T EPPC before thXngftie of June; to determine how much public school ancillary-
service Helen WOElE" Feceive; and to begin to work out logistics of service
delivery. T i . )
u v ¢ ~ ‘ ) ) LI o ’ »

The meeting was an open and non-antagenfstic one, especially compared
to past meetings and the one previcus EPPC. A less restrictive alternative
than the PQHI school clearly'was open to and appropriate for Helen. The
question then became one of degree of continued participation in the POHI

e program. The presence of ‘two knowiedagéable, well-respected advocates,

. with whom the POHI staff had had previous contact at numerous EPPCs,- .
contribufed to-a, spirit of* negotiation. The professionals at that meeting
clearly were not happy about the Farrells' decision not tb use POHI class-

©_ room services. But the weight of their consensus was not enouch to overcore
the weight of Martha Farrells' and her advocates' consensus. The amowRt of
- ancillary services,Hélen actually gets from the public school POHI program

¢ next year remains-to be seen. -
. . ¢
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IT1.. The.Farrell Case and the Five Proyisions of the Law 4

P S . .
- B

»

- N
"o . I
~ . . .

Protection in Evaluétioﬁ Procedures N

. Y . .
. Since Hel¥n's cerebral palsy was diagnosed when she was eight months
of age, she has been evaluated regularly and comprehensively, and under
non-stressful conditions, in all but one case, to be'discussed. Tests and
evaluations have been conducted by the uhiveréity‘hospital Pediatric . )
Rehabilitation Clinic, the university Institute for Research and Interven-
tion in Mental Retardation, and the Physically or Otherwise Health Impaired
schoal staff and ‘consultaits,. Eva]uatoﬁs-have”%epérted]y been professional,
well-trained, and sensitive td Helen's style of functioning. Reports have
been summarized in easily lnderstandabte language, fo¥ the most part.. And
evaluations have been conducted to provide cancrete, useful information to -
Helen's physicians, therapists, teachers, and parents. -
. . q

Two issues--one major, one minor--provide exceptions to Helen's .

* protection ih evaluation procedures. The major exception was the occupa-
tional therapist's decisionh to go ahead and test Helen in the areas of
perceptual and Tearning abi]it{ immediately upon her retlUrn to school after
.her corrective surgery and a case of chickenpox in April, 1979. The Farrells .

_ had specifically requested that the therapist wait awhile so Helen could
regain some of her strength and re-acclimate herself to school and school-
Tike tasks. Also, they did not want Helen tested in-the afternoon when she
was generally fatigued. It i< difficult to understand why she went ahead
with the testing when she did; why $he chose to interpret the ambiguous
results of the testing in a ‘way that contradicted general perceptions of
Helen's functioning; and, most importantly, why she did not inform the
Farrells of the testing before it was done. .° - Co (;\\;

-

- Taking receurse under the protection in evaluation provisions of P.L.
94-142, the Farrells have begun e{jggts to have that report removed from
 Helen's file. Also, they arranged Tor an independent evaluation of Helen
in, the perceptual/learning area; this evaluation has been-placed in Helen's
files and was Gopsidered and accépted at her recent EPPC. oL
,ﬂ?he second issue DroVidiﬁg exception to adeaquate protection-in evalua-

tion procedures in Heleh's case is a minor one, but nonetneiess wortn
mentioning. Some of the POHI staff involved with Helen--ngt all--have

used evaluation opportunities to focus on what Helen can't do,.rather than

what she can do. The negative focus has often been subtle--a matter of
emphasis, a tone of voice--but it has nad a strong impact on the Farrells]

They know Helen has to struggle to accomplish cettain tasks; but they als i}
know that she almost always accomplishes them. Most professionals--including -
POHI school staff--have nonetheless been more positive in focus,-while not
glossing over Helen's struggleg to ieve 'mastery of her body, apd "the
positive" has been a great source of support to ‘the Farrells. .




- The Farrells haye\always had access to, .and in fact have a file
containing, ail evaluation reports: for Helen. They have also had ample

‘opportunity to discuss- evaluation plans and "findings with. those providing ‘
services to Heleh. In general, the regularity. fairness, and thoroughness o
of evaluation procedures have been significant assets in the process of . Lo

planning and actually implementing services to meet Helen's needs, especially
complemented by the Farrells® opportunity to express their perceptions.
[ . - ‘ -

- ) . . ‘ r

P -
Procedural Safeguards. o . N

.

Again, with one éxception, the lettemy if not always the spirit, of
the law has been followed in Helen's case in this area. The right of
Helen and her parerits “to consent or refuse consent for evaluations has
been obséfved; a uniform evaluation, placement, programming, and re-evaiuatien
procedure has generally been used; notification of EPPC and IEP meetings has,
with one exception, been provided; confidentiality of records has been
assured; and, the Farrells have been aware of, though not tempted to use, the
right to a due process hearing, and the right to appeal and review hearing
findings- ’ ’ s

The concrete exception to adequate *procedural safeguards was the 14
instance in the fall of 1977 when the re-scheduled EPPC meeting for Helen
was held apparently without the Farrells' prior knowledge. Martha recalls
being told that two altermative days were being considered, but she does not
remember receiving-written gatification of the date finally chosen. The
people the Farrells wanted at that meeting had been properly-advised, and ‘
Martha's incidental appearance at the POHI-school assured her participation.
Nonetheless, there remains some question as_to the appropriateness of" ,
- holding the meeting when the Farrells had not jindicated knowledge  of it,
or that, they'd be there. : ; ' .

§ »
v

A less concrete excéption to adequacy of procedural safeguards for

Helen and the Farrells, but possibly a more .profound one, can beefound in

the questions of whether the POHI school staff have followed the spirit of

the law with. regaird to decision makina about placement for Helgn. During

the early years of ne7en‘s’c6ht§%z with tnem tney niaced enormous pressure

on the Farrells fo use more services than the Farrells wanted for Helen.

Their implicit, and at times explicit, conditiors that Helen ‘participate in

their classroom program in order to have access to ,therapy services made -
life diFficuit for tne ynole familv, ana ochysically stressfui for a chiid

already urnder pnysical stress due.to tHe nature.of her handicap. - While the ~
Farrells .were never explicitly by-passed in decision making with regard to

Helen, their desires were submerged by the weight of professional authority

used t0 pressure them into accepting conditions they found unacceptable. By >

’

4
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combining their weight with that of two advocates, and due to the ipter-
-cesvion® of the Tocal Special Education Diregtor, the ‘Farrells-were.able
to more affectively confgont professional authority in the recent EPPC

meeting. .
In general, nonetheless,: procedural safeguards have acted to protect .
. Helen and hér parents' rights. The Farrells have undoubtedly .had more
B influence ovér the decision making process for Helen than they wouid have
+ if they had got.had or not been aware of their legal rights to influence
that gecision Making process, and appeal decisions they found’inappropriate.
. L

Individua]ized;Educational Program °* g o . - ?

_~ . As has been mentioned in earlier reports of study findings, major
placement decisions in Michigan are hand)#® through the mechanism of ‘the
4 EPPC meeting, with IEPs having perhaps mieed detaiied, logistical functions
than in other states’ Michigan's two-step ptocess stretches out the
~ decision making process, which has both advantages and disadvantages (to
be discussed in the annual report). In_considering this provision of the

law for our tases, westhué must congider both.aspects of the process.

)

. Helen, who was diagnosed originally at age eight months and is now *
six years old, has -had three EPPCs and a number of IEP and IEP reviews.
Her first formal contact with the public schoois was through an EPPC -
meeting held whén sme was two years of age; the meeting was imitiated bye -
the POHI school, then still part of the spate university system. A

, second,EPPC was held in-the fal1 of 1977, year later,- and the’ third was
held 1in June ‘1980, three years after the second. - . '

‘ L]

.__ There isisome question as to why an EPPC was not called during the
1977 to-1980 period, especially as-a number of placement issues have con-
stantly, been ‘present in Helen's case.” Martha reports "wanting to Teave

T well enough alone,” and also simpTe weariness at the constant battle to
keep Helen in the private, mainstreamed preschool and primary programs.,
she™was afraid.the delicate truce with the POHT school would crumble if
placement was recuierl/--annuald, --2ce a forgal issue. s M2y pe Inat the

. POHI school staff feit the same as the Farrells: they too didn't want to
upset a delicate balance. Nonetheless, a major transition in Helen's
educational Tife took place Tast fall--from preschool to primary school--
with no formal placement review taking Diace. ’ S

From analysis of the records it appears that IEP and IEP review meetings
*have been tonducted regularly for Helen during at 1685t the Tast two school
years. These were the years during which she participated in -the  POH!I -
. school classroom program, as weli as the private school program, These )
‘ IEPs have been held in the fall, the Farrells have been invited and have —
" participated, and conerete goals have beig_laid out during the meeting.
The IEP reviews have alsb been appropriately cofducted, with advanced |
~ notification for the Farrells, and assurance of their participation, and-
with a review of goals set in the fall. Goals established in tne fail have
been wsed to guide Helen's program as fiar as can be ascertained. :




-
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If ‘there has been amy weakness in the IEP process, it-has been the _
lack of “involvement of the private school staff serving Helen in the pre-
school and primary program. There has to the present”been no real effort. ..
‘on the parts qf both institutions serving Helgn to coordinate planning and °
provision of services. Thig is probably due to the farct that one of those—
institutions is a private school. The IEP process.is viewed, by public
school staff as a prgcess ‘that they have to comoly with. While the private

. school staff have planned ah jndividualized program for Helen every year,
.they have done so because they do this for a]]\nﬁj]dren. In particular,
the lack of input fromthe therapists at the POHI school as to what gross

—and_fine motor activities and behavior are most-crucial for Helen to work
on has probably.weakened sligntly the value of her private school program.

I The Farrells have had no problems iﬁviting people that.they want
present at EPPC meetings, and these participants have been free to - .
¢ contribute. At the.recent EPPC, a representative from the private school ;
-was in attendance, and made a valuable contribution to the meeting. The
IEP meetings have generally had more 1imited participation, probably.
because they are viewed as operationally oriented rather than decision
* oriented. . .

& . ‘ r
£, /

-~

" Least Restrictive Environment

This provision of P.L. 94-142 has proven to be especially difficult
to interpret and reach ‘agr¥ement on in Helen's case, The nature of her
therapewtic ngeds has been generally clear-cut, and she_ has quéived
eer]{ent'tgergpy over the years. A great deal.of conflict has been engen -
dared, though, over the classroom program most appropriate for Helen. The
Farrells have felt that the mainstreamed preschool and primary program at
the private school is the least restrictive appropriate enviromment for °
Helen. The POHI- school staff have uniformly felt that their early inter-
vention and primary classroom programs--self-contained special education °
classrooms, unambiguously more restrictive--are more appropriate for
Helen. Physicians, therapists, and teachers from the university Pediatric
Rehabilitation Clinic and the Institute previously mentioned have generallv

. agreed with tne Farreils. B ' ©

» . -

What has resulted from this conflict of dpinion, at least until the
present, has been a comoromise: a shared-time program with Helen partici-
pating in the privateg, mainstreameq tfooram in tne morning. ang. tne selv-
contained POHI program™in the afternoon. " Fhe Special Education Director «
feels that Helen has had the best of both worlds. Helen herself was un-
happy the first year of this arrangement, happier this vear, but both
years a yery tired child at .the ehd of the day. -The Farrells are beginning
to feel that this ~"compromise" is a cbmpromise. with Helen's academic future,
especially as she enters first grade. That is why they dsserted their -
feelings again thissyear; risking & relatively satisfactory arrangement,
in order to achieve an excellent one. X

~
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Since all the available evidence indicates that Helen was thriving
academically and socially in a less restrictive, mainstreamed environment,
what grounds have the POHI staff had for arguing that a more restrictive
is more appropriate? First, they have argued that Helen can have a mores
successful program from a therapeutic viewpoint if her teacher and therg -
pists are part of a closely knit team whp know each other, and see each

other regularly. Her physical and occupational therapy can be more fu]]xi .

integrated into her classroom program-at the POHI school. Second, a
POHI certified classroom teacher herself.can more effectively meet Helen's
needs. " Third, there are many positive aspects to Helen being around

other physically handicapped children. They are people, too, after ali, é,,_
and suitable peer models in their own way. Also, her "seif-knowledge" RPN

needs to face that-part of her life to develop realistically.

The Farrells have argued, as have others involved, that with some
effort on the part of the POHI staff, effective physical therapy and
classroom support can be provided to Hélen in a mainstreamed context; there
is no excuse for her to not be in that context. This is especially true

.. since there are no doubts about her ability to thrive in that context.

Certainly, extra work will be required of all those involved in proviaing
educational and therapeutic services to Helen. ,But the private school
and POHI school are only a half mile apart. :

Helen's case would seem to be less ambiguous than most in this area,
the trade-offs are fewer. Yet thé POHI staff. have seemed to take the

Farrells' desires to-have Helen in the private school as a personal affront. .

The Farrells appreciate and respect the efforts and abilities of the POHI
school staff. ,They Jjust want the least restrictive, 'yet appropriate educa-
tional experience for théir chiid. They.don't disparage or 190k down on -
Helen's handicapped peers; in fact, ‘they,respect these children all the

- more because' they know intimately the courage all of them have. They just
considerr the POHI' school environmen;;m0§e restrictive in many ways than a

v

regular school environment. o N - ;

, . . R ' R R . >
Parent Involvement Lo BB, o .
D L ' "o .

.The-Farrells, particularly Martha. hdve been ac¢tivelv involved in almest
a1t aspects of Heien's education and tnerapy since the time she was diagnosed
at eight months as having cerebral ‘palsy. They have played a role in all
educational, placement decisions, and frequenitly. used their rights under

the Taw to influence decisions being made., Their ¥ull involvement has been
made possible by professionals who, at a minimug, toleratadsthem, and in )
" most cases welcomed their involvement. Procedures for involving them have
always béen’ preseat, -and almost always been utilized appropriately.

*

~ 2{3:
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The overall impa

been positive. re

» though not .
rights spelled
s influence

I't appears
Participate fully (or not at ail)
than any recognition of !
appropriate placement for her. 1In a more subtle fashiop, at least a fey
staff at that institution appear to have ysed their authority--in the
form of control of access to therapy Services--to pressure the Farrells
into accepting a placement for Helen that they did not want.

remains to be test _
ili ' a -
Y services available to handicappqd i attending

private schools at their parents' choice. The Director of Speciail Education
of Helen's' 1ocal district has assured”the Farre]] i
as equal access tg special edycation services as , C
Such services, whether in Private or public schoo]. her good intentions
appear to be firm. gyt the same POHI school that the Farrells have chosen
not to enroll Helen n next year js the institution responsible for
Providing seryices to POHI eligible children in private or regylar public
schools. Thig whole issue will' be monitored as time goes on.
\ Helen Farrell has made remarkable Progress in’achij
‘mobility and phys‘ca] autqndﬁ&. This.is in part due..tq the variety of
«Lompetent physicians, therapists and teachers who have workéd with her:
in part to her parents' Tove ang determipztinn Zhat she have the best; -
in part to her oWn. delermination. She always has been, and remains, a
happy, intelligent, active child.} Academical]y and socially, the private,
mainstreamed first grade should prove an excjting,'cha]!enging expoerience
for her next year. A ajuestion remains, thouah: wiil she get tThe onysical
therapy that has been such a crycial part of ner. growth to the
that will remain crucial as she continues
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. Brief Case Sketch - -

* than most -parents, even these with handicapped children.

' '\

. . t
. ’ I. Introduction

. -

o

[

_ Joseph is theonly child of Mary and Ernest Edwards. He was born in
February 1973, and immediately diagnosed b¥ the attending obstetrician and
a team of consulting specialists as a Down's Syndrome child. After the
initial ‘shock wore off, the Edwards' set'to work organizing themselves and
their tives to meet Joseph's needs. They had to*learn everything they would
need to know: what kinds of servijces Joseph .needed, what options were
available, how to evaluate those- options, how to work with professionals,
what rights and responsibilities they as parents-had, and what rights Joseph
had, and- perhaps most importantly, how to come to~terms with Joseph as a .
handicapped child and a person. This: case.study is_largely a description
of ‘that learning process and its effects.

Ernest and Mary Edwards are in their early‘thirties. A few years
after Joseph was born they decided not to have any more children. Mary
Edwards is tall and slim, with dark hair cut short. She projects an air )
of quick:intensity and seriousness. Since Joseph's birth she has devoted .
herself to his care and education, her concern translating into a growing
activism’on behalf of Joseph and other families with handicapped children.
She has worked with various organizations serving handicapped children and
their families, has taken a course in parent advocacy, has served as a
parent_advocate a few times for families with handicapped children, and has
run a parent's group. She has been invited to speak to students at local
universities, and to professionals at Tocal conferences. But most importantly
for purposes of this study, she has thrust herself into the middle of Joseph's
education, monitoring the educational process for him far more closely

Mary has at this point achieved an understanding, depth of perspective, .

and .empathy that she herself acknowledaes is the result of a long and pain- _

ful process. Her struggie to accept tne nature of Josepn's aisadility nas

been difficult. She has gone thtredgh the mourning process it is said many
parents df handicapped children go through--shock ard bewilderment, denial, )
anger, hestility, and anxiety, the beginnings of adaptation, reorganization, ¢
and finally, ongoing aajustment, Her relationships with orofessjonals, wnich
with somé justification--as will be described--started'off guarded and some- .
what suspicious, have improved steadily over the years. And-she has learned £
how to constructively "work the system" to Joseph's genuine benefjt,'educating

herself in the law, and in-the ways of the educational bureaucracy. v

- i

-

Ernest Edwards is also tall, glasses and a diffident manner giving him-
an air--confirmed in his bghavior--of thoughtfulness and guiet studiousness.
He has wgrked as a skilled gmgineering technician, and has recently completed .
a bachelor's degree in Business Administration, working and going’ to scho?l

- ) -\ .
* \ -
- . *
.
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evenings. He has also been deeply committed to seeing that Joseph has the
best and, most appropriate education possible, ,and has made sure to visit ;
I Joseph's classroom and participate in evaluation and decision-making meetings.
He and Mary woik very effectively together as a team, each bringing different . .
strengths, but both extremggy dedicated to seeing that Jpseph has an oppartunity
to reach his as yet undefined limits.

Joseph himself is friendly, extremely eager to enter into interactions '
with those about him, especially adults, and very determined to achieve
academically and socially. Over the years, teachers and evaluators have
constantly commented on his high level of adaptive functioning--both cognitively
and socially--his desire to communicate and engage the world, and his deter-
mination. He has been somewhat constraired by limited apility in expressive

language, an# seme gross motor awRwardness. But he has adapted well %o A
these organic constraints, and found effective ways to communicate and parti-
cipate in all kinds of activities. , 4

The Edwards provide a stimulating, educational, and caring home environ-" ‘

ment for Joseph. Their house, is full of toys, learning materials, books, and

¥ related materials for him. Martha has devoted innumerable hours to trans- ‘

porting Joseph to various activities. Ernest, in spite of a demanding-” .
schedule, makes sure he has time to play with Joseph at home. Both parents’ -

have reorganized their lives around Joseph's situation and needs.
‘ . , N

°

A Chronology of Contacts.with Institutions and Service Programs

. Joseph and his parents have been involved wigh various programs and-, .
serwices for handicapped children almost continually since his birth. Mary's
pregnancy with Joseph was normal. . She was heaithy$ Joseph was carried full-

" term; the delivery was normal. Joseph weighéd 6 1bs. 14 oz. Immediately

- upon examining Joseph, the attending ‘obstetric¥an, suspected Down's Syndrome. .

Ernest recalls finding out on the telephone--he had been at work. Two things
came to gind--his brother, who was also retarded; and the ‘rotion of Joseph
as physically deformed. Both Mary and Ernest recall that the shock of finding
out was tremendous. 7

. § . . ’ N
One of the nyrses at the hospital where Josepn was-born aiso nad a
Down's Syndrgge child, and probably sensed what the Edwards would soon be ~
..90ing through. She thus asked the attending obstetrician (the Edwards' own oo
ctor was on vacatdon) if she could arrange for a pubiic health nurse %o
visit the Edwards at nome. There was no problem, ana the Edwaras receivea
. their first visit when Joseph was eight days old. The public health nurse
* visited the Edwards periodically during those early weeks, "to see hdw ghings
were going", and provide information about Joseph's needs. - The Edwards were
algo very interested 4n finding out about available Servieces for Joseph.
+ .Thus, the public health nurse contacted an Institute doing research and
running programs for mentally retarded children, attachdd to the Tocal -
university; and also the intermediate educationa®™agency special .education
services(?ivision. - - ‘ e
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Q
" Joseph and his parents began particibating,in the early intervention ~
program of this Institute when Joseph was 12 weeks o1d. The program
consisted of home visits.by professionals fo share information about Joseph's
needs and demgnstrate activities to enhance his deve]opmenpé some center-
based activities for Joseph, and monthly parent meetings at the Institute.
Ernest recalls, with some chagrin, the early home visits:
, "s..the folks who were coming made us feel incompetent;
e . ..they suddeply showed up one-day, we didn't know why
. they were visiting...suddenly, here are these people
“-.coming into your home, telling you what to dor with your
child; also, they weren't truthful with us on some
‘things...we were told we had td see a social worker to
- get services through the program for Joseph,, that it
N ‘was part o&f the requirements for everyone participating
_...through records we later acquired we found out that
this was not the case, they felt that we needed help..."’

The Edwards had a more positive experience with the monthly parent
. meetings. Aside from the information shared, these meetings Ted to the L
- formation of a parent support group, which Mary chaired from its inception -
~to early 1979, and in which both Mary and Ernest have remained active, .The .
opportunity tqQ share feelings, experiences, advice and information has been
! . very valuable for parents involved. Participationxﬁp the early intervention fk
program also helped stimulate the Edwards' concern for Joseph's‘cognitive .
devélopment, which in turn led to their efforts to learn as much as they
could about.this area of human development.
; .
* The public health nurse also connected the Edwards up with the
special education program of the intermediate education agency serving the
county in which they lived. This led to some information gathering on the %
part of agency staff, and to the first Educational Planning and Placement **
, Committee (EPPC) meeting” for Joseph, which took plate in Octoberr 1973, nine
months after steph‘§ birth. The special.education staff participating in
this, meeting‘recommendedﬂto the Edwards that Joseph participate either ih
the day training center program, a day care center program for. handicapped
children, part of the county's Mental Retardation Service Center, or a -
day program fqr multiplly handicapped children. They were also offered
otcupationai tnerapy c%nsu]tatiqn, speecn tnerapy, and sqcial worker services.
} The Edwards decided to visit the two_ center-based programs and then select
one for Joseph. They w uld also continue in the Ingtitute early intervention
o . i~ - AR
-~ programf 3 s . L .
They cﬁbsg the day tnéining center program, and Joseph was enrolled
for two days a“wegk- But;Qy November, the Edwards had decided to withdraw
him from that’proghmm. Jn a"tetter ‘to the Mental Retardation Service Center
director, the Edwards wrote that scheduling ;nd transportation conflicts were /-
~forcing them to withdraw Joseph from the program. As they now recall, the
more basic reasons were their satisfaction with the home visit. program, their
- -

L
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feeling t?at Joseph was functioning at a higher level than the other,
older children in the program, and the general feeling that two days a
week in a relatively unstimulating setting would ndt do much for their
child. This was the first manifestation of the activism that would char-
acterize their behavior with respect to the school system in future years.
They report not being aware of any laws to protect them or Joseph at the
time, but being clearly aware of their rights as parents. v

. ; '

Joseph and his parents continued participating in the uni rsity
Institute's early intervention program during the 1973-74 and 1974-75
school years. Reports and evaluations from that period indicate steady
development in Joseph in most areas, with continued lags in language «nd
gros$ motor abilities. He is reporfed as high functioning, active,, and
very adaptive. These same reports:suggest growth in the Edwards--in

- continually improving relationships with professionals, in their knowledge
of and persistent interest in child development, and in designing strategies .
to meet Joseph's needs.

By the fall of’ 1975 there were indications that the university Institute's
early intervention program was going to run out of funding by the end of that
academic year. During the fall of 1975, program staff had been visiting a
number of preschool programs in the area, and had begun compiling a record
of them for program parents. *The Edwards' home visitor recommended that the
Edwards look at the preschool program of a local educatiohal.research center ,
that had just received a grant to develop an integrated program for handi-

" capped and non-handicapped children. The grant enabled the center to cover
the~costs of, pafticipation for handicapped children. dJoseph:began attending

_“that preschool Brogram in February .1976; at the ‘same time he and his parents
;gradually decreased| their invp]veméht with the Institute's early intervention
program. ) :

v

In December 1975, the Edwards brought Joseph ‘to- the Speech and Hearing
Clinic of another Tlocal university. They were concerned that his speech
development was slow. Joseph was evaluated by the clinic staff, and a
speech therapy -program-was recommended for him, which he began in May of ~

“1976. The therapy combined group sessions and individual sessions, for a

total of six hours a week. Both‘of Joseph's-programs were private, and the

~

Edwards hand]qd transportation.

In May 1976, the special education division of Joseph's school district
recommended and conducted g second EPPC meeting for Joseph. Staff from all
his~present programs, as well as the Edwards, werg present. Summer &nd fall

voptions were discussed, and the special edication division staff present
recommended that”the Edwards consider placement for Joseph in a public
school preschool program for handicapped children. Also reviewed at the
meeting was a report from an evaluation conducted by the public schqols' center
for -trainable mentally impaired. The report stated that placement for Josepnh .
in a trainable mentally impaired program was -inappropriate, and that it was
“important fgr Joseph to be in a program that wilNhelp him. to maintain his
presgnf level’ of funct{oning, and learn new skills." ~

I. .
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‘ ¢ . * .
. The Edwards wanted time to visit the public preschool program for
handicapped children (mostly ‘educable mentally "impgired and‘emotiona11y 2
impaired), and a placement decision was.deferred until June.’ Agother EPPC
meeting was held in June, at which time the Edwards -indicated that.they
preferred to maintain. the ongoing arfangement for Josephi--the speech o
;Eherapy program mqrnings and thf private integrated preschool program ‘
“afternoons. The Edwards' preference was approved for the 1976-77 schoo]
. year, with the school district pdying'for speech therapy at the college-
clinic, but not providing transportation because of schedu]ing difficulties.

The two programs in which Joseph participated during the 1976-77 school
year were significantly different in phiTosophy, expectations of Uoseph, -
and atmosphere. While this caused some stress for Joseph--he" functioned
much gore effectively when structure and expectations of him were consis-
tent-2reports ‘indicdte that he made steady progress and enjoyed partici- - -
pating in both programs. Progress was particularly notable in aspects of
cognitive development not dependent on expressive language, in independent

» behavior, and in appropriateness of social.interactions.
. “ - .\ <

school psychologist, at the Edwards' request, to help determine the most
appropriate placement.'for Joseph for the, 1977-78 school year. Possibly
because the Edwards didn't request one, no formal review of Joseph's

placement was conducted. The'evaluation found Joseph to be functioning still,
in the educable mentally impaired range, with speech continuing to be a
critical problem. A recommendation was made that his placement for the 1976-
77 school year be continued for another. year. * ‘

- -

* N

The same ‘placement and services were in fact continued the following
year. Joseph continued-to profit from both programs, bt some cohcern was
voiced by the staff of the speech clinic that Joseph could use a more
structured educational ‘program than the private preschool program, bne that
demanded more expressive language. The private preschool program staff
report that Mary and Ernest Edwards were very active parents--visiting the
€lassrogm frequently, asking advice and offering suggestions about how to
more effective]y meet Joseph's needs. As one teacher there noted: "they

demand more support than most Qggents’Wvaork with, which is both rewarding . .

and frustrating." That.program Mso nad a nome visiting component, ana nome
visitors were consistently impressed with the stimulating home environment
the Edwards had created for Joseph. ’ -
~ In March 1978, the Edwards requested a comorehensive evaluation for
Joseph firom the university Institute that nad served them from 1973 to 1976
through its early intervention program. They requested the evaluation because
‘ they wanted documentation te justify enroliing him in the local school. .

« district's developmental kindergarten (for educablezmentally impairéd and"
emotionalTy impaired) in the fall. Although this was an independent evaluation,
paid for by, them, they knew that they had the right to have this, as well as.

I public school reports,, considered ‘at EPPG: meetings. They-anticipated an

’ ]
. A

In June 1977, a psychological evaluation was conducted by a public @5;

2
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EPPC meeting in May or June,®and wanted tp‘prepare as much evidence as -
possible supporting their placement desires. Also, they had experienced
what they perceived as an inadequate evaluation of Joseph by the school
district in 1977--focusingwtoo much on I.Q.--and-they felt a more comprehen-
sive evaluation would more accurate]y reflect X0seph's abilities.

In May of 1978;-Joseph was now fiveé years ¢ld--a fourth EPPC meeting
_was held. The independent evaluatior findings were ip fact presented at the

meeting, and became the basis for Joseph's recommended .placement.? The
findings indicated that Joseph's main problems _continued to be in the areas
of tanguage development and gross motor developmgnt; that Joseph would have
trouble functioning in a regular kindergarten--Ke needs both alot of
structure and individual'attentipn--but that ¥he private.integrated pre-
school program was no longer appropriaté; thdt his performance seemed to be
frequently below his capabilities; and that "his parents have spent much

. time in teaching Joseph, and the (positive) ?eéy]ts of cognitive testing

"~ . show this." : . a T

bl .

0'.\}!" N '

Based on these findings, and reports from his teachers and therapists,
*1t was recommended that Joseph be enrolled in the—fald in the above-mentioned
developmental kindergarten, and that he receive reqular speech therapy in the
school setting. The Edwards agreed with both these recommendations, feeling
that they had received exactly the recommendations they wanted from the -

committee. f 'A/ :

The Edwards' preparations for this EPPC meeting began to reveal a
‘pattern that has since been observed in later EPPCs. The Edwards have learned
how to use the evaluation and decision-makjing: process mandated in P.L. 94-142
to assure placements that they feel are mpst appropriate’ for Joseph. They
use independent evaluations, for example, to justify changes or continuation
in placements.: They seek out professionals to assure that the latter are
aware that they, the parents, have strong preferences for Joseph.  This -
Creates a climate where it is expected that the Edwards will have a clear;
Justifiable opinion when decisions are to be made. While their activism
has led to%trained relatigns with professionals at times, it has also led
to placements- for Joseph where he could grow cognitively and socially to his
maximum potential, o . - '

The first public school Ipdividualized Educational Program (IEP) was
developed for Joseph in September 1978.! (The,speech’c]inic had developed
one the previous year, gnd the private preschool did individualized planning
for all children.) The Edwards were not Sresent, but were consulted by
phone and througp contacts with Josepn's teacher. Anpuai 'goals tor tne
overall IEP were'given as "language and cogpitive developmentj listenirg
and fine-motor skills." Objectives were identified only by. the phrase "as—
specified,in the EMI curriculum guide." This firrst IEP was not very '

LAY
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1As has been mentioned in other case fgporfs, in Michigaq the EPPC is
the setting for major program decision making, and planning, the, IEP
for more. detailed goal setting.
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detailed, and future ones--in June and December 1979--were just as tele-
graphic It appears tha:?}he EMI curriculum guide serves in that setting
as the IEP for the classrgom program for most retarded children considered,
Tike Joseph, to be in th educablegrange. (Joseph's .speech IEPs have .
always been alot more detailed.) - o Y

>

Joseph .adjusted slowly but_steadily to the new enyfron%ent and its
demands. There were many transitjpns during his half-day program, and.

these were very stressful "to him. ".Also, he.had always Tearned behavioral ,

.expectation from observation of thdse around him--through modeling and.imita-

. tion. His handicapped peers reportedly were not serving as appropriate role

models for him. - Thus, he-was picking up what his parents felt was socially

very inappropriate behavior. $peech therapy was also, reportedly, difficulc

- for Joseph. But all reports from that time indicate that he tried very hard
to meet expectations. ) .

fungtioning was fonqucted' by -a-pSychologist serving the school Josep
attended. The report from that evaluation indicated that, at age 6-1 )
Joseph's- developmental level was genérally about three years; his 1.Q. was
in the ‘upper trainable mentally impaired range; that he had a short atten-
tion span,-and was moody. The psychologist recommended re-evalyation for
the county's trainable.mentally impaired center, although ene more year in
the EMI kinderﬁarten was appropriate, - The Edwards were very upset by the
findings. ) - : -

In February 1979, a public school re—eva]ugtion of Joseph's~éognééjve

Partially ip responsg o the findings, the Edwards had another indeoen)
dent\evaluation of Joseph done in May 1979, this evaluation using a develop-
mentdl assessment battery, In direct response to the findings they wrote a
letter to the scfool district, to be inserted in Joseph's ‘records. They
pointed out that-Joseonh had demonistrated he could perform certain tasks and
had manifested cognitive abilities not demonstratéd in the testing. They~ -
pointed out that,they were aware that Joseph sometimes doesn't perform up

+ . to his capability in testing situations, and ‘they believed that was the

case in the February testing. The independent evaluation, conducted by an
occupational therapist at.the college where the speech clinic was- housed,:
recomnended conginuea consizeration for £41 placerent. A third evaiuazion,
conducted by the.public' school$ trainable mentaily impaired center staff,
recommended the same, notihg af°Joseph was functioning in ‘the iﬁﬁtzble
range;tand that he was a high™unctioning Down's Syndeome child:. Th se
evaluations, and the tcwards'-gdissatisfaction with Josépn's school e&perience
that year, sgt the stage for nis next ERPC."v, .

Joseph's fifth EPPC meeting was heldyin May 1979, when he was six years
old. The Edwards brought an advocate froW the focal Asspciation for Retarded
Citizens; the school district's Director of Special Education participated;
the principal and staff of the schodl housing Joseph's develaopmental kinder-
garten participated. The first part of the meeting was devoted to a review
of Joseph's progress, and a report of evaluation findings. His classroom
teacher and speed% therapist noted uneven progress in Joseph that, year, with
continuing problems.in appropria¥eness of behavior fneschool, and in expressive
language development. The two evaluators reviewed théir discrepant findings,
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and then engaged in a long argument about why their findings were so

~different. The psychologist who had don@ the February evaluation that

. appropriate during the fall, and that a concrete plan would be

had so upset the Edwards Kept insisting on the accuracy and,true represen-
tativeness of the lower scores he had found for Joseph. Thé trainable
mentally impaired center psychologist argued that, while he agreed that -
Joseph's. performance was uneven, "I believe that if he can achieve the higher:
score (at least some of. the time) we ought to give him the benefit of the
doubt." . ’ )

.

At that, point, the meeting moved on to a discussion of the options for
Joseph for the 1979-80 school year. These included another year in the
EMI developmental Kindeydarten, regular kindergarten_with teacher consul-
tant services, just regular kindergarten, a self-contained special education
first-grade classroom, and segulak first-grade with teacher consultant
services. All options included continued speech therapy. Mary Edwards was
asked her preference and said that she would prefer regular kindergarten -
with teacher con3ultant services. She felt Joseph wasn'{ making progress
in or enjoying the'developmental kindergarten; that he néeded normal
children for more appropriate and positive behavior modelNng; and that she
didn't want him to spend so much time playing next year:

The principal noted at tHat point that he would prefer a gradual
transition to a mainstreamed.classroom for Joseph. He.felt an abrupt
change would be "too big a step," too oyerwhefhinngor Joseph. Since
Joseph ‘adapted "slowly, he could be started out i selected activities such
as art, gym, music, The teacher consultant who would be the one to work with
Joseph, said that from what she had heard she couldn't decide whether or not
Joseph would profit from, the change to a regular kindergarten; but it was
clear he needed to develop work-study habits. . .

. N
. Mary Edwards pointed 'out again that Joseph learned mainly by modeling, -
and she wanted fiormal peer models for him. She asked far clarification on
how long the transition would take, and whether 3 ptan would bg developed.
The principal “assured her that the transition would take place jwhen and as

-

The 1979-80 year started with Joseph in the developmental kindergarten
once again, receivipg aiso-regular, individual speech ‘therapy/ At the end
of September the Edwards went in to talk to the principal abott plans for
Joseph's transition to regular kindergarten. He reportedly gave them the .
impression that the transition process would begin in "a couple df weeks."
Late in October, Mary £awaras came in to observe Josenn, and the teacher .
of the developmental kindergarten told her that the principal had no inten-
tion of_totally moving Joseph to a regular classroom; at most it would Just
be for selected activities. Mary returned home extreme] upset. She went
over the minutes of the May EPPC, and it appeared to her that by that poipt--
the end of October--there should have been.a plan for Joseph's transition;
also, that the extent of Joseph's mainstreaming was to be left open according
to the plan. ) ’ >

\
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At the end of October the Edwards het with the principal again, at their

request. During the meeting it became elear that his and their interpreta-
tion of the EPPC recommendations were Clearly different. While to the
Edwards it was clear that Joagph would eventually be participating fully in
a regular kindergarten that year, to the principal this was not at all clear

He suggested another EPPC, to be held in‘twop days. There was no reason giyen

for such a short turn-around time. Nonetheless, the Edwards agreed, and
' also managed to find an advocate to accompany them. ‘ .

The EPPC meeting occurted at the beginning of November. The«principal
acknowledgert that, regardless of differences in interpretation of 'the last
EPPC's ‘recommendations, the school should have developed a plan for Joseph
and begun implementing it. But there were enroliment problems at.the scngol,
preventing the selection of an appropriate kindergarten for Joseph. At that
point a discussion took place concerning the wisdom of a gradual, open-ended
transition from self-contained special education to regular kindergarten.’

Two participants invited by the Edwards--both former teachers of Joseph withx

special education backrounds--argued in detail and convincingly that a
gradual process of mainstreaming Joseph in ‘increasing increments over time
was not appropriate and possibly harmfuleto him. ~ It was agreed that he
functioned best when expedtations were éonsistent, structure was clear, and
simple, and when his day did not have too many transitions. To put him in

a "transition" state for too long a time would be harmful to his educational
progréss, Mary Edwards’ mgin concern was, to get Joseph out of the develop-
mental kindergarten as soon as possible, The school 'staff did not at this
meeting express any disagreement with the Edwards’ desires.

-

As a result of the discussions, a c¥ear and unambiguous recommendation-

was arvived at that self-contained special education ciassroom services
would be terminated, and placement in a regular kindergarten with teacher

wconsultant services wouid be impiemented, within three weeks. November 26
“was set as the last day the change coulg be -made, :

By thé end of November’, a kindergarteh had been ée]ected for Joseph to

attend, but sjckpess first on his-part, then on the teacher's part,
prevented hip from joining that class until January. The class and teacher
selected for Joseoh were *he Edwards' first choice, and they were verv -
satisfied. (They wanted a teacner who was warm, but wno was also authori-
tativeg_and could set clear limits.) This teacher reports that when Joseph
arrived in her class she krfew very* 1ittle about him. She had no IEP for
him, and was not aware of any that :had been aevelooed. in short,”she felt
unprepared for him. Honetheiess, sne ynaerstood her goals for him to pe
mainly socialization; that is, the incz]cation and enhancement of age
appropriate social behavior. Academically, she saw herself to be "in a
holding pattern," with him. He needed a lot of individual atféntion and
guidance that she simply had not time to give him; and, she said that she
didn't know anything about special needs children.

.
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In observations of Joseph in that classroom siguatipn/lit appeared ‘ .
that this teacher was handling him excellently, setting limits, yet being
supportive and warm, treating him as a person Tirst. While Joseph was ’
Tearning a little--mostly througn_imitation of other children--he wasn't
getting the individual attention with cognitive tasks that he needed. He

was nonetheless veryzhappy and very engaged. (The class has a part-time
aide and student teacher who were able to work with Joseph.)

* )

Soon,after Joseph Began attending this kindergarten--still for one-
half day each day--his teacher and the Edwards decided that it would be
too disruptive’ to his adjustment to be taken out of the rgom for teacher
consultant services, especially as his speech therapy was continuing, and
he regularly left the room for that. Thus, during the January to June
period Joseph did not participate in the teacher consultant program that he —~ 1
was eligible for. This undoubtedly affected his academic progress. But,
it became clear as the year progresseds that the Edwards' main goals Were
to enhance Joseph's social ‘behavior and work habits, to, make those behaviors
and habits more age appropriate. (To facilitate this process they had.
enrolied Joseph in a preschool center, a few mornings a week so he could. get
all of his,playing--still Recessary: for him--done, and be more prepared to -
work in the afternoon.) ' X E

) - R
In fact, Joseph's months in the regular kindergarten were very positive. -
His parents and teacher report a lot of improvement in his behavior, an J -
increase in autonomy, age appropriate behavior, and social jnteraction skills. <®
His Tack of expressive Tangquage.continued to prove extremely frustrating to
him.” But he was communicating on, his own quite effectively. .The changé in .

him after he left the developmental kindergatten was weported and, observed - .

to be marked. Much of this change was apparent] due to a remarkable teacher

who expected Joseph to be competent ahd to exhi it appropriate beh?vior. -
. . > ) T

As June approaSﬁed,'the Edwards bggan preparing for what they were )
awdre was going to pb a major transition *point for Joseph--entrance into

first grade. Kindergarten was rot appropriate for him anymore--he was too

old and big, and he was not profiting from it academically. The question

\d@;/what kind of first grade would.provide the most profitable and appropriate .

experience for him. Thev looked at *the e?ementary program of the private

educatidnal researcn center where_ne hac had such a positive prescnool”

experience. They observed at a couple of the elementary schools that were

1ikely placements for him. One thing was clear ‘to them, they did nqt want

Joseph in a special education self-contained primary classroom, and they

probably didn't want a shared-time program. Joseph's exberiences. in the '
special‘epucation kindergarten had closed théir minds £06 those options. !

Joseph's seventh:EPPC meeting was held in late May 1980. He was

"seven years old. In attendance were the district coordinator of special °

education, an advocate, the principal and key staff from Joseph's current

school, a psychplogist from the school he would Tikély =ttend, the Edwards, < g
and a former teacher from the private integrated preschool program. Once
’ + s - . RN 4 ot -
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again, Joseph's progress was reviewed. His improved social behavior was
described, his academic frustrations and achievements, and his centinued
'slow lariguage development. The psychologist asked if, in the opinion of
those working with Joseph, he was still developing cognitively. It was
left as a qugstion a§ that point. ,

Options for placement for the 1980-81 schogl year were then discussed.,
It was agreed that special education or regular kindergarten was no longer
appropriate, because of Joseph's age. The main options emerging were
regular first grade with teacher-consultant services, or a self-contained ,
EMI primary classtoom. Both would include .continued speech. The principal
of Josgph's current $chool once again expressed his reservations about
majnstreaming Joseph. "Given the evidence," he said,"a self—ébntained N
primary EMI room iS most appropriate. He was thinking in terms of Joseph's
academic needs.’ His speech thdrgpist, teacher consultant, and the special .
education coordinator agreed. His regular kindergarten teacher said she
hadn't made up her mind yet-what ‘was best for him. (It was brave of her
to dissent from her colleagues; this writer has not sgen that happen often.)
His }ormer teachier from the private preschool wanted to know more about
what each option would be like--"it depends on the attitude of the teacher
and composition of the class," she felt. » .

The psychologists then asked -the Edwards t rqgue their e:

«"I know you ddn't want a self-contained ‘special education class S
. for Joseph; I ,want you to explain why. Traditionally, a child
functioning 18ke Joseph would be in a self-contained classl in
a first grade with 28 kids 'in it, containing a wide developmental
range, a teacner has alot to do already---nonetheless, %t has . - @
been done; we do have a couple of kids like Joseph mainstreamed
in the district..." '

Mary Edwards said that they preferred a regular first grade for Joseph,
with teacher consultant services. She sajd. they'd seen alot of progress.

,in Joseph since he switched to the regular kindergarten. - "He has always been
uncomfortable with special needs peers, "and expectations of him were lower"
1% the special eaucation class. She arg frnest had worked very hara o nave
Joseph'sbenavior as ciose tojage-appropriate as possible, and they didn‘t
want to lose those gains. She felt, also, that it would "just be a step
backward for him.to go to a'self-contained classroom again." Finally, she
said that he may fail in academics, put they wantea nim to have & chance to’
try. ""If 1 feit he was uncomiortable I'd be the first to: take him out," sne

- concluded.

Ernest-Edwards, who, as hsua], had been Targely silent the whole meeting,
then summed up their feelings: N
. - e x ,
- - . ¢ «/
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M. Lif he fails, then he's had the opportunity to try and
fai]; but we have to give him the opportunity to fail at
the highest level; that's the most we as parents can . -
PO stnivg for.:." _ . . ’

*

Various reservations continued to be raised, as the Edwards made

._their case; but clearly they were going %0 have their preference accepted.

~ It was asked why Joseph hadn't used teacher consuitant services. Mary ~

explained and then said that the disruption of having Joseph pulled out

< - of class wasa Tot less within a full-day program, such as the regular

‘ first grade would be’ A shared-time (halfzday special education, half-

day regular education) program was offered as a possibility. The Edwards

did not want the discrepancy in expeftations. Finally, 4t was agreed that

Joseph's placement would be regular first grade at his 1ocal elementary

. school, with eligibility for maximum teacher consuitant services (actual

N services to be worked ‘out), and no less than one hour a week of speech
"+ thérapy. An IEP would be developed in September, based on this peacement, )

+ and reviewed ten weeks into the year ‘to see how things were_going for L

+ Joseph. The committee wanted to keep all possibilities open fer him.-:

' /
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II. The Edwards Case and the Five Provisions of the ng
’ N

Protection in Evaluation Procedures

- e -

Joseph Edwards has had regular and thorough evaluatjons since
the time of his first EPPC at age nine months. Evaluations have been
conducted by almost al1 the institutions that have provided service to
Joseph, and certainly by all the major institutions. . The Edwards have always
been informed of upcoming evaluations; have always seen the results, and . A
usually had an opportunity to discuss those results. The available evidence , =~
indicates that evaluators have been appropriately trained, have made an effor%
to create a comfortable climate, and have selected age-appropriate,instru-
ments and technifues. Fin&1ly, evaluations conducted have been used to
help-arrive at placement decisions. .

Yet evaluation has been a problemati¢ issue in Joseph's case, due
primarily to the Edwards' feelings that too much emphasis has been placed
on [.Q. scores, and that-standardized instruments do not adequately reflect
Joseph's functional abilities. The Edwards' dissatisfaction with standard-
ized measures that provide primarily quantitative scores of potential and
ability have led to their arranging for independent evaluations for Joseph
on three dccasions, all before important placement decisions were to be made.
In a related fashion, the Edwards' have always tried to have placement
decisions reflect-not only what Joseph can't do, but what he can do. *Thus,
they have attempted to make sure that his da -to-day functional abilities
are described in placement meetings and th;gﬁgh evaluation dqcuments such as
school reports and observation records. O one occasion they have asked to
have an evaluation report amended to more accurately reflect Joseph's abilities.

Joseph's first independent evaluation was conducted by the university o
Institute that had provided the early interventior program for him, and

. Was, far more comprehensive than a school psychologist's report would have

been. (They knew this from experience--a prior schéol psychologist's report

in 1977.) Joseph was evaluated by a team that included psychologists, ¢
special educators, occupational and ,physical theranists,| and-a nutritionist:

‘The findings incluaded descriptive gata on vogeph's functional,abiiity in

a number of areas,-as well as practical recommendations for programming. .

The information from ‘this evaluation did in fact form the’basis for the

placement decision made_&t an EPPC meeting sdon after.

\

" His secdnd and third independent evaluations .were arranged-for in
response to the February 1979 evaluation by the school psychologist, which
offered a very pessimistic’ appraisal of Joseph's inte}lectual\pqﬁential and
abilities. One of-these was fonducted at no cost to the Edwards*by the
-county's trainable mentally impaired center.. As nas been neted, findings

" from this evaluation indicated that while Joseoh's performance was erratic,
his potential and abilities were stil} in the educable range, and that since

he was a high functioning child,, he should.b given(the benefit of the doubt

e
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when there were any questicns. The second of these two evaluations was a
development assessment’, conducted by an occupational therapist at the college
where Joseph had had speech therapy. It.also presented a more optimistic
appraisal than-the February evaluation. Both of these independent evaluations
were considered and used during Joseph's spring 1979 EPPC meeting.

The Edwards have also insisted, when they felt it was gecessary, on
adding amendments to Josepn's evaluation records. , In the February 1979 .
evaluation by the school psyChologist, for instance, they indignantly refuted ~
a finding that Joseph could not recognize letters or most numbers by writing
a letter, tn be included in his records, and by reauesting that school reports
contradicting this finding be placed in the records. Both the letter and
the reports were considered during that spring’'s EPPC, along with the
February evaluation. ' N \

The Edwards, on behalf of Joseph, have thus ‘clearly taken advantage of
and benefited from the protection in evaluation provisions of P.L. 94-142.
They have insisted that evaluation data used for placement decisions reflect
‘more than 1.Q-, and include Joseph's abilities as well as. his disabilities.
They have used independent evaiuations to broaden the basis for judgment
about placement decisions. Without their efferts and this protecticon it is
possible that Joseph would by now have been placed in theé county's trainable
mentally impaired center, cutting off his opportunity, as Ernest Edwards has
‘stated it, to try, and perhaps fail, but if so, fail at the highest level.

x

2

Procedural Safeguards

-

-+ The procedural safeguards provision 6f P.L. 94-142 has generally had ~
a positive’ impact on the evaluation. placement, and programming process for
Joseph. A regular, clear-cut process, known tc the Edwards, nas aiways neen .
followed.. They have generally known how to protest, contribute, and otner-
wise shape that process {dye to their own research'into their rights, and to
consul tation with advocates). They've received written-notification of.
meetings’ae11 in advance, except in the one instance in November 1979.
éssurance of the Edwards' availability to participate in such meetings has

een sought. "The Sdwards have Aed access %o and veceivec Joon requssc 21l
materiais in Josepn's recoras. Tney nave peen apie to requedd amenaments

and have successfully had records amended at least once (unsuccessfully at .
lTeast once). And\they have had and used their right to independent evaluations
for Joseph, .- . '] , . ’ o ¢
" The local educational agency involved has generally been very sensi-
" tive to the Edwards' concerns and desires regarding Joseph.. The Edwards
have always been able to pring anyone they wished to EPPC and other meetings.,
Also, in the one instance in wnich thev were upset about an ongoing pldcement,
they were able to have an EPPC meeting arranged promptly (almost too promptiy),
and were able to have Josephws placement modified. The Edwards have never
had to resort to threat of or actually begin due ‘process proceedings.

» s P
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Mary and Ernest Edwards have come to be exceptionally aware of their
rights under P.L. 94-142" and Michigan's state law for.handicapped'chi]dren.
They have shown skill and Judgment in using these rights to assure what they
have seén as the most appropriate education for Joseph. As one teacher of
Joseph Kas noted, their.concern for and activism on behalf of Joseph has been
both frustrating and rewarding to professionals involved in providing him

. an education. | '

1

Individualized Educational Program o ) - '?\x

Ary
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In his early years, programs for Joseph wére clearly individualized, and,»f
planned to meet his and his parents' needs.: This appears to be the case for~
the early intervention program of the university Institute, and the private
integrated preschool program.. But in the last two years, there is some
question.about . how truly individualized Joseph's program has been in the
se]f-cbntained-spédial education kindergarten, and then the regular kinder-

-garten. *While the letter of the law has always been observed for_Joseph, .
it is not clear that the intent of the law has been. ".

'

In general, Joseph has had IEPs developed for him every year, usually

i the early fall. Meetings to develop his IEP have not always included
the Edwards, but this is in part due to Michigéh's two-step system of EPPC
ang then-IEP. Nonetheless, the Edwards nave always had input into the °*
formu]ation of gpals for Joseph, at least op the, phone or in informal
meetings, if not in formal TEP meetings., In the last two years there have
been IEP reyiew meetings in the spring, "and the Edwards have reportedly
attended these as well. Also, IEPs have always been developed for speech
therapy, as well as for Joseph's classroom program. D '

- A question, nonetheless, arises when the content ‘and implementation
of Joseph?s IEP is examined. First, with respect to perfcrmance objectives,
the last {wo IEPs, both for Joseph's kindergarten programs, have included.
only the statement "as specified -in- the EMI curriculum quide." Mary Edwards

. *recalls that some specific’ objectives for Joseph were discussed; but They .

” o

~

~

are not described in the plan 4tself. The IEP has not reflected, in Joseph's
case, spécific objectives for him, based,on his unique abilities and needs.
Rather it ha$ reclacted an intentior to use 2 standaraizeg cdrricuium cuias
desYigned for cniidren funczioning within a tairly wide range of abiiities,
‘and whose _handicapping conditions may be* different in nature. Also, without,
specific’objectives designed for Joseph in the fall, it has been difficult
to maintain an imaividuziized program auring tne year, ana measure Josenh's
Progress in that.program in tne spring. - :

With respect to Joseph's actual program, observations and interviews
suggest that his classroom experience during at least the .last yeanhas: .
been based, more” on grbup activities than on individualizell activities. . v
Joseph's regular kindergarten teacher, in particular, reported that sdg had '

not seen Joseph's IEP. She formulated her own goals for him, based on
. - '

»
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conversations with Joseph's mother. These were primarily social in )

nature. Joseph's academic program was basically ideptical to that of his
non-handicapped Classmates, with his teacher helping and guiding him as

she had‘time.‘ Due at 1east‘%n part to a lack of -an appropriate IEP for ' )
Joseph's classroom program, “his academic progress has beeh limited this

past year, in spite of efforts by his teacher to work on areas the Edwards

feel are important. y

Least Restrictive Environment ' . .

As in_a number of other cases in the study, this provision of P.L. 94-
142 has proven difficult to interpret and regch: agreement on Jn Joseph's case.
Consensus on the definition of least restpdctive appropriate ‘environment in - '
Joseph's case has been extremely difficult to reach. His parents have
generally argued that the least restrictive environment in which he could
still function and feel comfortable socially was the best environment for
him.” They have felt that he learns primarily by modeling and imitation;
thus, they want hém to have peer models,  with-age-appropriate behavior and _
abilities. The Edwards have rejected the position of almost #1T puplic schood

- staff who have worked wjth Joseph--that acagemically he.would profit most

from a self-contained special education, classroom--because when he was in a
self-contained special education classroom during the 1978-79 year, he didn't
function well at all. » N . S

It appears that that one negative experience has hardened the Edwards'
resistange‘to special education classrooms, although they are aware that in
the near future Joseph will begin to fall dramatically behind his age-mates
in academic ability. “His lack of expressive language will also continue to
'grow as a factor in consideration of most appropriate pldcement: active .
-*learning, Tearning by manipulation of materials, decreaseg steadily in the -
public schools as children grow older. Regardiess of Josepn's particular L
negative experience with self-contained special education, the Edwards °
have generally been less conservative, and the school system.more conser- . .o
vative Jdn defining appropriate placements for queph. ‘ . )

»

;

" A nﬁabér,of strategies have been used-by both the Edwards and the
schools in necctiating placement “or Jossch. when Jjoseph was younger. ths
Edwards simply withdrew him from pubiic schooT'program -xthis was first _ - -
done when he was less than a year old--and found what hey considered to
be appropriate private placements for him. Both the Edwards and the ;
schools ,have used evaiuations as tne nasis for arcuing placement. The v
schools have always jeft placement gecisijons Open -7or review some weeks « -
into the school year. (This -has benefited the Edwards at least once,. )

‘The schools have used Joseph's medically defined handicap--his being a
Down's Syndrome child--as part of.their argument for defining particular
placements. The stereotypic view prevaient in much of the literature . \
that.Down's Syndrome children are usually hot "educable" has certainly '
contributed to a lowering of expectations for *‘Joseph on the parts.of school

A
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psychoTogists‘and special educators. {In at least a few instancés, evalu-
ators have noted surprise in finding Joseph to be so “high functioning“.)

The Edwards have always worked hard with Joseph at home, to enhance his
performance on school-related tasks; and knowledge of that fact has led at
Teast one evaluator to question the reliability of his findings. Probiems
in evaluating the ability of a basically non-verbal child have also. been
present’at times. Joseph's scores on multi-faceted test batteries have
also been variable enough to make interpretation concerning his level of
functioning difficult. To- this point, ‘professionals involved have been
persuaded to give Joseph the benefit of the doubt. It is_not clear that
this will be the case in the future. .

In spite of‘differences in opinion, the Tocal educational agency

" serving Joseph has been generally sensitive and responsive to the Edwards'
desires. His placement has always reflected their wishes, and never have
any of the educators or testers involved conscicusly sought to undermine.
placement decisions. The school districts' openness to the Edwards' wisnes,
combined with their own determination that Joseph be educated to the extent
possible with non-handicapped peers, has'led to positive impact in Joseph's
case for this provision of P.L. 94-142,

»

Parent Involvement ’ . -,

The impact this provision of P.L. 94-142 ih.the Edwards' case has
been amply iTlustrated in discussion of the above provisions. "Mary and
" Ernest Edwards have \been consistently and significantly involved in identi-
fication, referral, evaluation, placement, and educatienal program deteérmina-
tions for Joseph. This involvement appears to have had a decidea impact ‘on
decisidns made concerning Joseph's placement: Both private and public insti-
' [ tutions serving Joseph and the Edwards have made considerable efforts to
accommodate the-Edwards' actjvism, even when that activism seemed to the
professionals involved misplaced or overbearing. That activism was
recognized as the Edwards' right and responsgibility.
The Edwards'«involverment with Josenh's soecial needs nas come at no .
. little cost to them, Theéy have devotea their Teisure time’.to meetings and )
support groups, to observing Joseph in school, to talking with teachers, to ™
preparing for meetings, to transporting Joseph from setting to setting, and
to acrind as acvocates [in Marv's case! for stner parenas. They nave
learned all tney ¢ouid apout Josepn's cognitive ana soctal neeas, rinaliy,
they have devoted enormous emotiona] energy to seeking apprbpriate services
for Joseph. Their Tives--particularly Mary's--have revolved around meeting
Joseph's needs. P.L. 94-142"has provided a vehicle for first releasing and
then channeling the considerable energy and commitment manifested by the
. Edwards on Joseph's behalf. .
hY

»
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= III. Major Issues in the anards' Case

-

3 v

The overall impact of P.L. 94-142 has béen positive in the Edwards*
case, both from the perspeetive of Joseph and his parents, and from the
perspective of various institutions involved in serving Joseph. The law
has provided a framework for negotiations, and a basis for mutual under-
standing of rights and responsibilities among all invQlived. Irterpretation
of the law has proven to be problemmatic with respect to defining least
restrictive appropriate environment.- But interpretation of this provision
has been‘worked and re-worked Within'a consistent framework.

In the Tast two EPPCS the Edwards have“suceessfully argued r place-_
ment of Joseph in a Mess restrictive classroom environment, yet they have
done so seemingly at the expense of academitc progress for Joseph. His
regular classroom teacher this past*year;simply was not prepared--through -
training, classroom materials, and prior experijence--to meet his,academic
needs. The decision.not, to use teacher-consultant services further 1imited
Joseph's academic program. Whether the 1ikely social gains of ptacgment

next year in a regular first grade ciassroom can'b complemented by ..
academic progress remains to. be seen. Both‘the E waFds and the Other parti-
cipants at Joseph‘s May 1980 EPPC agreed on”one thing: more important

than thexfact” that a «lassroom is"special education or regular educativn

by name is the climate Created by the teacher hrough her expectations for -
and attitudes toward the special needs child.* g T

- - e

®  “Joseph's participation {in the university Institute’s”early interven-

tion” program, and later Th the integrated preschool program of the private

. educattona) research foundation, appear 0 have enhanced his funttional

abilities, and, i consistently, 'his performance on standardizea tests.
Equatly as importdnt, the Edwards' early contacts with educational prodrams
for Joseph enabled them to gain useful child development knowledge “and
practical ability fo influence institutional decisions, both of which wére

“ later employed, in contacts \g ) the publit school system, As Joseph_enters

" first grade the Edwards are uite sophisticated ir "working the system" to

)

assure their desired placemen® for Joseph. The school system has responded
by keeping nlactmenz a2 7l ig tnings always heaving open tne possipiiity of
‘thanges if Joseph is uncomfortable in or not profiting -from a particular .
program. . : -0 . ‘.

) . ) A T T
The Edwards' continue to have hign expectations forsjosenn. . They age

aware that increasingiy difficult years lie-ahead for nim dn.an acagemic sense,

At some point, it appears that he will have to' begin participating more fully
in a self-contained special education program. ‘But before- gxpectations for-
him begin to be defined even more by his_handicapping condition; they want
Joseph to have an opportunity to strive for the highest tevel of cognitive -
and social functioning that he can achieve. . They-will. continue to use

P.L. 94-142 as a vehicle to assure this opportunity, R ° f
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) I. . Introduction

. ¢ N . . ¢

Brief Case Sketch

3

4 .
=" Barry Marshall was born in July, 1969 to Judy and Ronald Marshall. At -
birth, Barry was diagnosed as having hypertelorism, low-set ears, undescended
testicles, hand anomalies, deficiency of the scalp tissue in two areas, and
swallowing problems. In addition, during his first month of 1ife he experij-
enced several periods of time when he would turn blue for a few:seconds. i
From birth on through the following years, Barry was in and out of hospitals
several ‘times undergoing Surgeries and eval gtions. His physical anomolies
were accompanied by other proifems (e.q., J&Eech) which eventually showed up

during the many evaluations he rece'ived over time, and has had the greatesg\
impact on his educational placements. a4 '

. Q . » . /" s
Barry's family is close-knit and affectionatéT\jMis parents are b6th ]
. 36 years old and he has a brother, Jerry, who is fourteen years old. His
maternal drandparents live next door to the Marshalls. Sirce the Marshalls
Tive in a semi-rural area, Barry has lots of outdoor space to play ig.. Judy
Marshall takes ¢are of Lhree youhger children on a reqular basis (a pre-
schooler, toddler and infant) and displays the same, affectionate concern '
and relaked temperament, with them as she does with her own children. The whole

family, as well as th Preschodlers, are learning signing in order to communi- ¥
cate more effective]ySWith Barry. . . o -
Today, Barry Marshall is an active, friendly ten year old who uses signing
along with some verbal expression as his means of comnunication.  He enjoys
swimming; sports and riding his bike. He has a well-developed sense of humor,
laughs easily, and efjoys playin§ games with adults. He is attending a Tocal . S
public school and has been placed in a self-contained classroom. His wother J
reports that he is being’mainstreamed in art, musicafid. gym, but she is not

happy with this arrangement. Her feelilgs about Barry's pldcement are discussed
in later sections of this report.

y

<

- . % ;(
‘w d
5 Chronology of Contacts with. Institutions and Service Progkams
. A L < ~

At six months of age, Barry was admitted by his family to a large hospital
- im a city near. his home to be treated for a suspected case of meningitis.
Although meningitis prqved not 8o be the source of his illness, Barry ‘was
retatned at tne nospital for furtPer testing in relation to his congenitai
4&’ anomalies. When ne was reieased, %ne Marspails were adavisea °that their son
" should be evaluated and treated by severa] departments within the hospital
during the coming year. Bugy although the advice was given, no specific
appointments were scheduled and no information was proyided to the parents ‘
as to which department(s) would be contacting .them or showYd be contacted
by them. - ‘

‘Therefore, the next contact with the hosﬂjta] occurred in 1971 when Mrs. .
Marshall became goncerhed about Barry's eyes ugon noticing a film that seemed .




‘A

+ .
to cover the eyeballs. -While Barry was undergoing eye surgery at the
hospital, Mrs. Marshall inquired.further about possible treatment for Barry
by departments with.the héspital.
Py

At this point, Mrs. Marshall was referred’to the resident psychologist
who started the-numerous evaluations of Barry. Over the years since he was
born, Barry has-been examined by over 90 professionals in over 20 institutions.
He has undergone three surgéries for the. undescended testicles as well as
eye surgery. He continues to be followed by the hospital's eye ciinic and
the dental ¢hmic gnd oral surgery §s planned within the next year or two.

At this writing, Barry has had niné Educational Planining and Placement
Committee (EPPC} meetings, and there have been three hearings in connection
with two placemgnt decisions. He is.currently multiply diagnosed as
dearning Disabled, Educable Mentally Impa and Physically or Otherwise
Health Impaired; how this sityation came ut,is described below. Treat-
ment-at preSent “concentrates heavily on speech therapy, with signing a more
recent addition, with the.aim o& improving Barry's communicative skills.

The EPPC process was started for the Marshalls with the implementation
of the state's mandatory Special Education Act of 1973. They received a
letter from the director of the special education center in a neighboring
intermediate school district where Barry was recqiving services at the pre-
-school Tevel, This letter $tated that, due to implementation of the law,
Barry could no longer be enrolled automatically in their program. . The Tetter
made it  clear that Barry now became the résponsibility of his own local or
; intermedigte school: district and that' those 6ff1cials would have to provide
< " special-Bducation-services. While nothing was mentiored in this letter
¥ concerping ‘the "progess” required under the ‘law, the parents were informed
at £hey must personally request special education services from-their own
'S Qd}‘ﬁﬁgtrfgt;t" w1 s : <
oo Dug to léék oé?ahbrqpriate programs in Barry's own locai and county
s&hools fiowever, Barry was pldced (by EPPC decision) back in the neighboring
intermediate stﬁéo%aaistrict's special edugation preschool classroom. In
Januaéy-of=1929 wher' the first EPPC was held, placement was based on the
evaluationss of that.district's psychologiét. To'quote his evaluation report
of Barry 3t ade four wears. four —ontnse His svoressive lancuag: s
markedly Yetarded ana accounts for tne major aeficits--in vocabulary, e&pres-
sive language per se, ahd his ability td" indicate comprehension of spoken.

~~ language and TaRguage-mediated problems. The gJap between his receptive and

expressive lznguage is very wige. and —3v reorassrt z ohtential for supstan-
tial’gains \if ne®iearns to use exorBSSiVE (EMILaTE. OF 5.CN1TICENT 0SS 35
*he becomes olaer =77 hé is -unacle L0 use absiract language. It 1s-0ns tne
quesgion of -language ‘deveiopment that future eaucational planning must be
based." ) . ¢

© >

Barry's setond EPPC was held at his local intermediate school distritt
and is indicative of the ongoing problems involvéd in nis placements. The "
meeting was held in July 1974, when Barry was five.years oid. The fcllowing
major issues regarding Barry's evaluation and placéhent were identified at
this meeting: ~ .o - ’

y. :
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Evaluation ' .

-

) Language development is a major problem for Barry and intensive

therapy is recommended for five days each week.
. ~ N

® Barry is able to follow directions and ‘to carry out simple tasks.

® Barry needs more stimulation.

~

] ﬁhysica] involvement does not 1imit Barry. ‘ f

~—

Realities for placement

-

® No distinct preschool program is available for educable children
in Barry's county. '

o‘hThe special education director suggestea as a possibility for an
*jn4county placement, a kindergarten setting with intensive supportive
help from the intermediate office because such & program would
. (a) offer modeling and (b} avoid busing. ‘The. director stated that
Barry was:the BOnly preschool educable mentally impaired child known -
in thg county. The foeal school principdl stated that,there were
25-30 children in kindergarten and he was apprghensive about Barry
, 7going-into this “reqular classroom where readiness for first grade’
is primarily stressed. He agreed that a preschool educgble mentally
impaired program would be jdeal and that Barry needed transportation -
to such a program. ' . !

-
'

Planning possibiTiities N ‘

P —— [
¢ A component could he created for Barry in the county's nursery
+scnool by fa]l of 1975.

¢ A situation tould be worked out for Barry in nursery school which
would také® care of the tuition since state funds could not be used .
but -Tocal funds could. @ - \ o

o A type A center (a special education classroom for educable, physi-
cally handicapped ch®idxen) elementary scheol placement for Barry
could be made, with add?ﬁigﬂgl involvement in regular kindergarten.
Althauch Barry was elicibTe By ace for the tvpe A elementarv crocrams,
the Tocal.school orincinal felt “nis would ndt e the best prograr
for him because there was not enough individual help available. He
also said that the youngest child in the existing type A program was
seven years old, and that there were already 25 children in two rooms.
Barry'samgirents 6bjected to this program, too, because ithere was, in
their opinion, too much babysitting and not enough competition. Con-
sequently, other possibilities were td BHe investigated, and the com-
mittee dgfigggﬂgo meet again in two weefs. )

bl Y
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After the s€sond EPPC meetina, the loeal school principal forwarded a
letter to the district special education staff presenting a Tist of ‘special
education proarams he nad investigated, He®repdrted that three school dis-
tricts 'refused to accept tuition students; one school district program waz\\\

nly at the discussion stage; cne scnool district had a nalf-d¥y program with
< ‘emphasis on 1earn1no disabilities and emotionally 1mpa1red, and one district’
had a private mainstreamed half-day program.

The third EPPC, held in_fugust. 1974 at the 1oca1 school district
offices, resulted in the'Marshalls askina to observe the private mainstreared
preschool classroom suggested on the principal's 1ist of possible proarams.
Also at this teeting,- suggestions were made as to where Barry would receive
speeadr-thegapy services. The Marshalls eventually chose to enroll Barry in
the private preschool program in the fall of 1974 and have him receive speech
therapy from a Tocal un1vers1ty s speech and hearing clinic. ’

A fourth®PPC was conducted for Barrv in November 1974 at' the private
school located in the neighboring school district. A discussion of Barry's
handicaps resulted in what now appears to be a patterm in this case. The
county special education director suggested that Barry be defined as educaole
“wmentally impaired. The local school district psychologist stated that per-

haps Barry should be described as learning disabled. His teacher from the
private mainstreamed preschool classroom stated that she saw him-as more
speech/language and shysically impaired, and aareed with the school psycholo-
"gist that Tearning disabled was a possible d1acnos1s in this case. The
special education d1recLor mentioned that Barry had been considered for
placement in the local school district's Orthopedic Room. Mrs. Marshall
made it clear that she did not regard the Orthopedic Room as an appropriate
placement for her son, ror did any .of the.other professionals wno had contact
with Barry.

-
v *

Conflict arose when'the special education director reported that he
would not recommend to the intermediate district superintendent that the
district reimburse the costs of Barry's transportation to the private main-
streaméd preschool. The local school district principal stated that, under
those, circurstances. he would have to recormerd alternate 0rogr=mﬂ1ng for
Barry. ir. anc Mrs. Marsrail were very 21s55ig@sed &1 nis Turn OT events.
An argument then ensued about the p0551b111§y of setting up a program in
the Toral schoo] district-for Barry and several children 1ike him, and the
adequacy of sucr z orscran. Mrs. Yarsrall macde tre cojnt that she would
Tike to c:sovvc SuCr & orogram and pe certain of 153 e<ist ence opefore acreeing
“to place Barry in it: : .

»
L

. » [
Discussion continued as to possible aT%ernatives to the transportation
dilemma. The director of snecial eaucation noted that the Marshalls had
the right to appeal the decis%fon for no reimbursement and a change in place-
ment. (The Marshaijf, in fact, did appeal, after two more EPPC meetings.)

“~
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The refusal to _pay for Barry's transportat1on to a private program apparently
had a basis In- then-existing state policy. (A month later., the .Marshalls
received a letter from the school principal notifying them that the state
depaftment of education would not approve reimbursement of transportat1on

for Barry to the pr1vate school by the local d1str1ct )

Alternative programming for Barry proposed at the November 1974 meeting_
included: 1) that, Barry be served through the local public schdols as soon
as possible, regardless of the reimbursement issue; 2) that Barry be ‘'served
through the private'school until the end of the year, if the state would .
‘reimburse” at least 75% of his transportation-costs (as mentioned above, the,
state later refused to reimburse any of .his costs); and 3) that Barry be
served indefinitely by the pr1vate ‘school. >

-

The issue of Barry's handicap was again raised.®, It was agreed that he
should be evaluated, for the first time, by a d1agnost1c team from his
1ntermed1ate_schqp1 d1str1ct«§Pr1or to a December (1974) EPPC meeting.

The psychological evaluation was conducted on December 6,- 1974 (Barry
was five 'years and five months old). Statements from the report follow:
o "Without aid, Barry did not correct his errors, needs much
structuring of tasks."

"Receptive language skills are much more advanced than express1ve
skills.™

"Based on his performance on a non- verba] 1nte111gence test, Barry

is functioning like a mentally impaired eiidd. However, it should

be noted that Barry d1§p1ays an-uneveness of profile that is atypical

of these children. For this reason, psycholog1ca1 re-evaluation

\§h0u1d be done at least yeariy." \

, )
. Recommendat1ons from the report included: 1) extensive speech therapy;
ir 2) emphasis on language development; 3) scheduled periods of gross motor

activity (not to be confused with recess); 4) primarity non-desk activities--
Barry is more at the free play stages 5) when-working on academit tasks,
Barry will need much 1nd1v1dua1,gttent1on from an adult who can structure
and organize the task for him.

v

The fifth EPPC was theh held on December 11, 1974 The local principal
outlined his o]ans to develop an approbriate program at the local schoel for
Barry, “The university speech clinic director testified that Barry needec an .

-intensive speech’ program and that with a behavior control program, he could
sit and do work. The local.school speech therapist stated she could not
give 1% hours of speech daily to Barry. The county-special education
director stated,one hour a day would be possible,*by "bumping" existing
lower priority éhi1dren from case’loads of other speech therapists.

-
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Onge again, the Orthopedic Room at the local school was . suggested as.
an alternative placement since there still was no agreement in Barry's diag-
noses. Mr. Marshall said they would probably aopeal such a decision. At
.this point, the EPPC voting members were polled regarding Barry"“s handicap.
The proposal voted on'was that Barry was diagnosed as EMI (educable mentally
impaired), LD (learning disabled), and POHI' (physically or otherwise health
impaired). A1l voting members approved this multiple diagnosts. Those who
did not vote included: the university speech clinic director, the university
speech pathologist, two local speech theranists, the teacher from the type A .
classroom, an occupational therapist and the Marshall's parent advocate.
Those who did vote included the local school principal, the school psycholo-
gist, the parents’, the special education director for the county, and tne
private school teacher. . ' o ‘
The” special education director then recommended that Barry be changed
to the Tlocal school's Orthopedic Room on the following Monday. The voting
" “'members reached a tie vote on this recommendation, so another EPPC meeting
was set. ;The three dissenting votes were cast. by both parents and the
3%ivate school teacher. The school principal stated that he would take
der consideration adding a speech therapjst to the list of "voting mémbers ,
at the suggestion of the private school teacher. Here it is clear that the
" Marshalls were able to bring about the continuation of discussion (in the
form of yet another EPPC megting) and to affect the form of decision-making
(adding a speech therapist as voting member) throygh their active participa-
tion in the EPPC meeting and their votes; thére is no guestion but that they
had at this point an equal voice in decision-making for Barry's education.

~

) The sixth EPPC meeting was held in January ]975. Thé local school
principal stated that the school's afternoon EMI' (educable rientally impaired)
program was then in operation. The other half-day alternatives would be the -
Orthopedic Room (urider a POHI ;1assifitatibnii50r'EMI placement with older

u

children, which the principal did not feel would be appropriate for Barry.

The question of the amount and_ type of speech” therapy Barry would require

was then discussed. "The special education director protested that he could
..ot subscribe to Barry's receiving one daily heur of individual speech therapy”
- because he did not have the staff to provide this service to everyone, ang

that Barry shoulc receive the sgme treatwent as orrmer criidren in tne dis-

trict with parallel.disabilities. These protests were-ignored in the

group's recommendations. - ‘ :

‘

’,

.

Prior to ébproving recommendations. the parent acvocate pointed out -
some reasons for tne Marshalls'_frustration witn tne continuing seried of
EPPC meetings. She stated'that the ¥arshalls were basically satisfied with
Barry's currgnt placement ih the private school and did not want to change it;
instead th§y7were asking for -transportatéen reimbursement.. The advocate
dlso stated that when a]ternqtiegs were introduced at these meetings, the
parents were not being provided with any specific curricular of program
descriptions "about them. . »

-
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" testified at that he
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The committee then produced. the following recommendations:

e Barry should receive one. hour of individual Speech therapy daily,

L ) " D

ptus* one ‘hour of ‘group language; -

o' Barry would'be assigned to.the‘POHI room for a halfsday, and to
© the EMI room for a half-day; ) .

.

® A written evaluation of the total program would be produced by

two months after the present date;

LI ] -
1 -

. \THe prdgram would.start within two weeks;
-0 Barr&'s program would include integration with normal children
" in supplementary activities such as .music, gym and art, and '
‘that\i;vould encourage Baw@to fbetome more independent.

* - It should Me noted that the school district felt it had done a considerable *

amount of ommodation to the Marshalls in reaching these recommendations,,
both in tHe double placement and the extraordinary amount of speech therapy
The amount of mainstreaming was undoubtedly viewed by the school
| aff, also, as appropriate; but it was not specified in detail

to the parentg during the meeting. The Marshalls were initially fairly -
satisfied with results of this sixth EPPC meeting, but after receiving
the meeting minutey and detailed written recommendations, they rejected

the recommendations\and asked for the first of three hearings.- Mr. Marshall
ing, held in late March 1975 at’the local school

L -

district offices:'
"It all goes back to, the original goal for Barry, getting a
place with normal children--with normal speech stimulus. We
are not meeting the original retompendation. He is an ortho- .

- Spedic, Tlearning-disabled child now. He is approaching normality
and is being put down again. ‘With an aide and teacher, we
were todd it was impossible to put him into a classroom of

- . 30." . ‘ -

. -

™ After much discussion, involving the Marshalls' lawyer, the hearing was
adjourned. Another hearing was scheduled in April, and once again in May,
agajn at the local school district offices. Findings were forwarded to the
state department of education. and a decision repdered in favor of the Jocal
public school system. The' hearing officer did recommena that Barry snouid
receive a POHI evaluation by a physician specializing in this area. .

Upon studying the decision, the Marshalls' lawyer advised them to
pursue further actions at their local school Tevel. -These have brought'Barry
to his current setting (at ten years of .age)--in a self-contained EMI class-
room, -and mainstreamed in music, gym andart. :

Details of the Marsha]]s{-interacpioﬁs,with institutions, agencies and
officials over the, years since 1975 are discussed in the following section,
dea)ing with the impact of specific provisions of the law.

r - :
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II. The-Five Major Prdvisions of the Law’
As ‘They Relate to the Marshall Case

K

Protection in Evaluation Procedures -

The Marshalls have. used evaluations repeatsdly and effectively in
pursuing appropriate placements for Barry. Theys< aware of their rights
underxthis provision of P.L. 94-142 apd have exercised these rights on
Barry's behalf. This provision has worked effectively for this family as
far as the letter of the law is concerned. The Marshalls have very positive
feelings about the number and quality of evaluations conducted on Barry, 4
but they have not been satisfied with the placements which have resulted
from these evaluations. Their sense of the "rightness" of their son's
evaluations is very strong. To quote Judy Marshall: ‘- "I feel we have

enough reports by eéxperts, enough data that say Barry must be given mogg—
than he is getting--it's not just me, his mother, demanding."

Each year the Marshalls do face more evaluations despite their sense
that Barry has become more and-more "test-wisg" and more adept at manipu-
lating testers. Judy Marshall states, "I continually tell them that he
will manipulate a male and he should know most of those tests by heart but
they still use males and again this spring (May 1980) he was evaluated again."”
Barry's spring was a busy one as the summer speech camp director requested
another evaluation (administered in March, 1980) because Judy Marshall,
wanted signing to be part of Barry's speech program- during the SiX _week
summer camp. It does appear that there could be more acceptance on the
part, of professionals of test result$ and less pPressure on the child and.
parents to repeat a process over and over. ’

- Fa N .

In sum, the law has ‘provided the Marshalls with the mechanism and -
protection to accomplish a major task--they do have a sufficient number of
well-conducted evaluations of their son. "Barry has been evaluated in over
40 different situations, by professionals “in six to eight different institu--.
tional settings. And the-Marshalls will continue to do what they nhave
been doing--use the evaluations in their battle to obtain an -appropriate
placement for their son. ..

-
’ '

Procedural Safeguards -

Although the letter of the procedural safeguards provisien has been
followed, placement rulings have pointed up differing interpretatidns of the
law by Barry's parents and local school district officials. The Marshalls
have used the legal procedural safeguards to the fullest extent possible.
There has not been a breach of the parents' rights or lack of proper prior
notification in relation to either the EPPC's or meetings regarding the
Individualized Educational Program.(IEP) for Barry. The Marshalls have
attehded all of the placement and program change meetings to which they have
been invited by notification 1etters.\aThey have exercised their rights to
refust consent prior to placemept on t 0 occasions. This provision has also
provided the Marshalls with the opportunity, nine times, to disagree with

the decisions made for program placement for their son.
’
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¢ The Marshalls feel that this provision gives parents a strong voice
in the process of placing a handicapped child. .Ihey have seen all diagnoses
and relevant reports prior to placement meetings and they know who is making
what recommendations, the information upon which those recommendations are
based, and, finally, they know they have the right to accept or refuse
placement.

While it is quite apparent that this provig%on gives the parents

the right to due process hearings if they disagree with a .
recommendation for placement, the Marshalls feel that, ih their case,
their efforts have become exercises in futility because the placement
rulings have all been in favor of the .schools. In 1974, under the State
Special Education law Barry was placed in a mainstreamed program in a pri-
vate school outside the local school district. After observing gains in-
Barry's development while he was enrolled in that program (e.g., better
concentration, ability-to plan and execute an activity, improvement in

social skills), the Marshalls believed they had found a program that met
Barry's needs. But since this particular mainstreamed program was in a
private school omtside the Marshall's local schoal district, the local
district ruled not to provide transportation to the private school. School
officials believed they were able to provide an appropriate educational
program for Barry locally. The controversy over Barry's placement appears
to be centered around the definition of "appropriate". The law states v
that each handicapped child is entitled to "a free appropriate public e
education." The Marshalls feel the "pubiic, education program" offered is’
.not appropriate; the school officialg fee] their program is appropriate.
P.L. 94-142 has not made any more, ,or less, impact on these decisions.

Y

The ruling officer, in attempting to resolve this difference of opj
has determined that the letter of the law has been met; there has been no
breach of cons%itutidngi rights; the EPPCG's have been conducted properiy;
and ‘the school has attémpted to provide an adequate program to meet Barry's
needs. At this time, then, the Marshalls have accepted the ruling and age
trying to wprk constructively wjth the district (see next sections). ¢

ion,

y \

Individualized Education Program (IEP) \ :

Since Barry's placement in 1977 in the local school district program,

his mother has received proper notification of the IEP's and shé has attended
“these meetings at the school with the teachers and speech therapist. Because .

of the'major role tne £7pC!s play in a cniid's olacement 1in *icnigan, Mrs.

Marshall at first aia not comprenénd the‘vaiue of the yearly .IEP process

at the local school level. She soon found, however, that the IEP meetings

provided an oppertunity for her to monitor the curriculum being used for

Barry. Hek attitude ndw toward the IEP's is quite clear: "I didn't plt’

much stock Na them’(tnhe IEP's) at ali and didn't really think that much .

about them. f a sudden, I find out it's a review, like an EEPC,

except_that it's not an educational change...and I did get signing put .in

“/tbrﬁ’st IEP." _
[ ‘ ' . 1
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At this f\me (June 1980) Barry has spent a full school year working
ori goals set out in the 1979 [EP. Judy Marshall attended Barry's latest
IEP in-April (1980). She said that she felt ‘the IEP looked good on paper-
but felt it did not always.go as planned or requested. "You assume.it's
going on, but you discover someday along the line that some things have
slacked off or stopped.” Judy had pushed for signing--a positive way .for
Barry to. communicate with others--and saw a plan set up to allow for this.
Judy was traveling to another city to an g]ementary school (at her own
expense) taking signing classes to be part of the plan to.provide Barry
. with a means to communicate with less “frustration. However, over the
school year the well-planned collaborative program seemed to disintegrate.
While the speech teacher set up a program of signing an /speech three
times a week and started to work with the EMI classroom teacher, this
Rrogram lost momentun during the year. Judy feels thig happened because
Barry is not hearing impaired; therefore, no one really feels the need to
work on signing. "They act as if it's some whim of mine. It seems 1like )
they (educators) would want to do anything that would/let Barry get his *
ideas and needs across, let Nim work and Tearn at his highest potential.
I know F'm the person who has to push for this (signing) but I don't
know the right words to use. | never could. come up with the right\1anguaqg.
If they would take out the 'mother image’ and give me some credit for
intelligence 1'd feel better."

[
~

There also appears to be an issue of IEPs piling up and a feeling on
Judy's part that they are carried out in assembly line fashion. “They
take two days and just push IEPs. There are so many forms and paper work--
I feel I can't get much accomplished. It's 1ike Barry is just being
pumped through the system. I can't he]p);mt wonder how-much of the IEP
is done because it's law and how much s ‘done out of genuine interest
in Barry reachimg his potential?"

-

T

While Judy Marshall appreciates the opportunity to be a part of the ~
planning for Barry's individualized education program, she has identified - .
some potential weak "1inks” in that process. How does a parent monitor
what is actggﬂ]y happening versus what was planned on paper? Are professionals
overwhelmed by the rules, regulations and reams of paper needed to uphoid
the Taw? If that is the case then i+ < done zt the excense of carrying
out ‘the law in proviging tne J'individuai educational pregram” to tne cnild!

Judy chsha]]'s question stands--"Which is the most important to my child?"

-
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Least Restrictive Environment ] ’ .

The Marshalls. have paid a high price in terms of physical and emotional
energy to guarantee their son the least restrictive environment, placement.
Barry has been processed into and out of three educational settings since
1972. The Marshalls have gone through nine EPPC's and two hearings to get
him to his current setting, which is still a compromise--a second choice--as
far as they are concerned. The schools, however, feel they have met the
. intent of the taw by providing a program for handicapped children, including
Barry. They have housed this program in one school and >t covers LD, EMI,

EI, POHI, TMI'and SMI. The Marshalls had the optidbn of eitheér accepting
the local program or paying for Barry's education and transportation them-
selves if they decided to Teave him in the private school and mainstreamed
setting he was in at the time of the hearing. o,

‘The Marshalls have, in a sense, .invested the largest part of a consi- ‘
derable effort in getting Barry placed in what they believe is the least
restrictive environment in which he can function appropriately--a mainstreamed
setting. They feel that this large.investment of energy and resources -has
produced the least gain, in that they have been completely unable to get
the mainstreamed setting they want. While they are cleariy-satisfied
with the changes obtained through their efforts, and with the amount of
control they have had, they feel these small gains will always be over-
shadowed by the fact that they lost the "larger battle" of overa}l piace-

" ment, though tgg/EPPC recommendations included in the options\placement
in ‘the Private schdol in which Barry was enrolled at the time of his hearings,
they.did not provide for, reimbursement from the local school system. As
Mrs. Marshall stated, "the private school program was no longer an option
- for us under those circumstances." o

The.Least Restrictive Environment Provision appears to bring about the
greatest disagreement between the pubiic scnools (and their strict inter-
pretation of the intept of the law) andythe Marsnall's quest for the most -

productive Least Restrictive Environment placement for Barry. The due éi
process right to refuse consent has been painful and at times costly for ;
the Marshalls. They tried to absorb the costs of sending Barry to the <
private school for a short time but found it prohibitive. -

I3

The Marshalls have used all five provisions.of the law, but lean
heavily upon the Least Restrictive Environment Provision. They have used N
it appropriately and, on occasion, effectively for Barry's placement. .
‘But the law canrot orotect tnem auring tneir meetings with tne professiona:
EPPC committee mempers. It is auring these higniy cnargea, too often
polarized meetings, that parents such as the Marshalls feel threatened
and inadequate in trying to do the best for their child. Mrs. Marshall
has shared these private feelings with us: "Where I have been put down
the most is at tne EPPC's. You're the parent--and that's the limit. And
I feel threatened at that point. If they would talk to me like I*had &
little bit of intelligence...l brought him into the world, J've got the
problem, and I'm living with it...I'm goiny to have him all of his life.
S0--give me some credit--you know?--that I nave some sense of wnere we
.should go with him."

[+4
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Parental Involvement,

In 1971, Judy Marshall returned with Barry to the hospital where,
,in 1670, he was admitted on suspicion of meningitis. She thus took the ini-
tiative in getting him started on the series of tests and evaluations
that had only been suggested to her the previous year. That was the
beginning of the Marshall's lTong-term involvement in seeking appropriate
medical and educational services.for Barry. _They have made it & point to
stay involved. They visit various educational programs that have been
offered as optional placements for Barry. They observe in the classroom
and talk with the teachers and therapists in order to understand just’
what the. program will offer Barry and determine if they feel it will meet
his needs. They have sought out and taken into consideration professional
direction and advice relevant to Barry's educational welfare. They have
responded to all notifications of meetings and hearings. They have main- -
tained this vigilant involvement while'feeling at times extremely frustrated -
and. "put dowh" by a professional cadré that has continued to grow each
year, at each meeting, at each evaluation, and at each program, placement.

[}

In 1976 the Marshalls, discovered that their satisfaction in-finding
an appropriate placement for Barry in a mainstreamed classroom in a privatg —
school was to be short-lived. The local schoot*system would not continue ~
to provide transportation to this program. When it became apparent to
the Marshalls that they might have to give up this program, they turned
to the provisions of the law, using the process appropriatély--but loé&t.
The Marshalls say that they have no complaint with the prpcess itself.
Their parental rights &re protected throughfut the process. The larger
question they pese is, "Is it worth all that it takes to go through the due
process “hearings and lose so often?" Again, the Marshalls want the positive
aspects of their story told, as well as the negatives. They feel the
process is worth the ‘effort. As a result of the last-few EPPC's, there is
.Mmow a real, special education program in their local school. The school
district has made an effére to hire appropriate teachers and therapists.
“The Marshalls feel that ‘it was their -fight for Barry's right to a free and ‘
appropriate education that was instrumentai in pushing thesschool into
.developing a program that is benefiting other families with handicapped
children in tneir rura} area. ‘ oo
Mrs. Marsh@ll states: "In a multiple handicapped- child where do they
gear their decisions? - Services to fhe greatest handicap--or the least?
Why has no one at tne scnodls or EpPC meetings recommended a Learning Dis-
abled progtam for Barry? All of nis evaiuations stress nis abiiities
being limited by speech, not physical handicaps. Has anyone asked us to
observe with them (the professiopals) and talk it over? Who cares? Do
we (parents) say, 'Well, he's 4n a program, don't:rock the boat, I've had
. it, no more arguments, no more problems?' Me, as a person, I say it's like )
going to a job, do a good job and you get a chance for advancement. It
should be 1ike that for-Barry. A chance to do better. I keep asking these
Questions, and are we-dding our best? We, the parents, and 'we', the

{3
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At the end of the 1979-80 school yéar Judy Marshall “is expressing

some real concerns for Barry's future (which also includes her*future), . -
"Time is slipping away from me. Next year is, his last year at the elementary
" school. Have we done our best for him? I just don't know." . 1
.ot N . .a

) The Marshalls eontinue to stay involved in Barry's educational process . .
at times at theic/GEn expense. While they have- appeared at all the meetsings,*
hegrings, evaluations, etc. that professionals have summoped them to, . - 2
‘they feel that their input is rarely taken seriously. - They~had hoped to

advocate, use the law and bring about a better education for Barry by

being "involved." They are beginning to show signg’of "burn-out.™-
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III.. Major'lssues of the Marshall Case S B

v t
. &

In the preteding sections Qf this document, the relevant -impacts
of the law and related issues were documenteq for each of the fivé major
provisions ‘of P.L. 94-142. This section presents another way of Tooking
at notable.féatures of the Marshall case, features that cut across the
major provisions and highlight areas in which adherence to the spirit or
intent of the law does not’necessarily equal adherence to itsgletter.
These areas also represent aspects of the present case that the researchers
wi1l continue to follow up and exp]ofg in greater depth in the future.

°
’

Ongoing Placement ' S ' . K \

-~

Judy and Ronald Marshall have invested themselves heavily in.their
quest to provide the best educational environment possibJe for Barry.
This has been a financial as well as emotional ‘hardship on this couple.
Mr. -and Mrs. Marshall want Barry to have more challenge and opportuditjes
to be with normal children in a normal learning environment. It appears
that placement ip a program providing the least restrictive environment
will continue to be an issue with this family as Barry continues to move
through the school system ovef the nekxt sevéral years. Mrs. Marshall's

analysis of her dissatisfactibn with Bawry's current placement is. as follows:

"I don*t particu{;>2y~agfee with mainstreahing at this
. point.. Idealistically--ig my heart--that's the way I'd 1ike
it to be. But'I don't thihk it's’doing the job that they
+ expected--what their idealistic ideas for it were. - It's not
working for Barry. Now he's getting mainstreamed. What
- hey call mainstireamed is music, art and gym. And I say,
whoopee. I would rather they keep nim within the (self- 7
% contained) classréom. Gym? -Fine.  Now that's something ‘he
s can do with other kids if the“teacher is willing to
"work with him.' Music and art? I feel they are the losers...
Barry is the loser. The teacher does not have time to spend
with 30-some students and Barry. ~ -
I don't know about the other counties around nhere, put ours .
- has - every special education class within one building. I
‘feel one building's teachers shouldn't be burdened with all
the mainstreamea kids. Here tnev've got LD, =1, °OHI, TMI,. SMI
and EMI.. You can't excect trnem zne Teacners, Lo taxe ali
that. * They (the'chi]dﬁen) should be placed in different
Schools. I don't think in public schools you have the freedom \
" to make those kind-of suggestions, you know, as a parent."

.

a
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. dJudy Marshall continués to feel strongly about Barry's placement.

At the end of the 1979-80 school year, Barry was evaluated once again.

Judy talked with this evaMuator about her concerns over Barry being removed
from his EMI ‘classroom so often in the name of mainstreaming. Her state-
ments and questions were valid ones. We would Tike to. share them:

&

&
v "At Barry's elementary schbol, the 'normal’ kids get to
' schoQl, go to their classroom and stay together. They go
out to recess and lunch and out to gym class. All the
rest of their Tearning is done together. " Now the. kids in
¥ . Barry's.EMI classroom are expected to go out of their
classrddm ¥or speech, art, m sic, gym, and some go for math
aan%ead;ngz These are handicapped kids who are expected
to Yearf in this kind of in and out, all day, everyday-
| envirgnment., They (handicapped EMI) negd the same, if not
more, continuity in their lives as the normal kids. It's
not fair to them to continually take them in and out of their
classroom. And aTl in the name of mainstreaming! The ngwmal
! and handicapped play togethar gt recess and gym and socialize '
at lunch. The handicapped kids go one or two pt a time into
these normal art and “music classrooms. It's Tike segregation,
not mainstreaming. They are rever a real part of that class-
- room--just an 'outsider' who drops in once a week or less often
in some cases. We are asking more of the handicapped child
than we are the normal ones. - Who are we mainstreaming then?"

-»

[

~
-

- Facing the Realities of the Chi]d's Handicaps in Relation to His Future t

Barry is now*11 years old and rapidly outgrowing the "cute Tittle kid"

stage. Judy and Ronald Marshall are starting to take a look at the 1ife-

“long ceammitment a child with Barry's Timitations necessitates. . They,
bglieve they have accepted the fact that he is handicapped and feel they -
understand his handicaps as-much as possible given. his uncertain diagnosis.
They are worling diligently toward improving his means of ‘communicating
with his world. " They feel many ‘things he does point to the -fact that his
inability to communicate nampers his Arogress. Mg one can really tell tnem
where he will go .developmentally because of his severe speech impairment.
One tester‘related that Barry was having a problem drawing two overlapping *
circlesT He pondered his plight a few minutes,” then removed, his glasses’
and ‘traced around tnem to create the two overiaoping circles.” It is at

.moments like this that parents such as the Marshails feel a tiny nope

. SPring up again,® that makes the battle to provide every possible oppor-
tunity for .him to Tearn worth it all. , .

The Marshalls take advantage of every opportunity to provide Barry
with contact in the world outside home and school, including short stays
away from home. In 1979, Barry attended a summer speech camp for two
weeks. His mother laughingly points him out in the group picture he
brought home with him. “Look, there he is with his tongue stuck out. I

€3 . —
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guess that-was his general opinion of going away to-'camp for two weeks."
She also shared some insights with us concerning their attitude toward,
* Barry's future, regardless of how uncertain it Tooks now at 11 years of
age. Her remarks are very.candid: : ) '
. \ « . ..
"We are already talking about going to speech camp next
. year (1980), and he's already saying, 'no way.' I tell him
'you don't have a choice, Barry.” 8htesé-what, if it's good
for your speech, you're_going.' Oh, I think he feels good
about it, it's just that he's very close-to us and we tend
to be very close to him. I think being ¥y is not his j‘\\
number one goal in life but I've got news for him. He's \
got to get used to it, because he is going to be doing a \ '
fot more of it in tne futuré. 17 it's at ail ‘possible for -
him, I'm not-going to babysit nim for the remainder of his
life. He's gping to have to do somethinl, go somewhere, and
. function someEow in this world. As much &s I would like to
N protect him, we've done more than’ our share of that.“wHe's
) getting to be a big kid now."
3 | —
Some major changes have taken place in the Marshalls' Tives since
Judy's. above quote in thé fall of 1979. Barry's older brother expressed
interest in going to-a Christian Academy in a southern state: A cousin
was attending and therefore he was familiar with the school. The
Marshalls visited.the atademy, talked it over seriously as a family and
decided to let Jerry try it the ]980-BL school year. It was not an, gasy
decision for the Marshalls to come to. Jt will mean both a financial .
and emptional strain. "The family is very close-knit and they sense that
they are ?oing to miss each other a great deal in the beginning. Judy -
stated: , "Although Jerry. has .never come right out and said anything, I'm
certain part of him wants to get away from Barry.- Barry takes a Tot of
our attention and energy I know. He also demands more of Jerry too, now

'26“7 that he's getting higger himself. I think Jerry needs this chance to

e et

~. ' " get away and we'l]l give it to him. It sure won't be easy and,we've told

him. 'We are still the parents here and we will continue tqQ make decisions,
byt if you don't Tike it say so, and you can come home.'" The Marshalls
ceived official notice in June that Jerry has been accepted and is expected
at the school on September 2, 1980. Judy said Jerry had the card on his
buttetin board with the date underlired. . ‘ N :

¢ Another interesting turn of events that is significant to the case
study ,is a decision on the part of the'Marshalls to move to another county.
Over a year ago a friend of Judy's invited.her to go visit some group homes
for the ;handicapped in an adjoining county. Judy was quite impressed
with the physical appearance of the homes and the manner in which they -« .
were governed. She inguired about\putting Barry’s name on a,waiting ‘list
* even though he was only ten at the time. She was informed there was a
"~ seven-year waiting list; therefore,.it would be appropriate to get an
application in early for a child. While pursuing that notion, Judy
discovered they also had job openings for caretakers to cover weekends.
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{ge inguired “into that possibiTity for herself and was eventually hired.
She does the cooking and manages the house and clients over a weekend ]
period. covering Friday evening to Sunday evening. Before taking this job
another major family discussion/decision sessiory was held as it meant

Judy would be away from home and Ron and the bon would be on their own.
Since derry's school tuition was going to be an additional expense,
everyone agreed to try out this arrangemert and to date it has worked out
well for the family. . .

Probably the most significant decision this family ,has made recently -
in relation to their handicapped child is the one to move into one of
the residential group homes as "house parents." A new one is being built
this year with a large apartment (two bedroom) to house a family. Judy .
would then do the managThg, cooking and supervising the clients on a full-
time basis. Of course, Barry would then live with them in the apartment
but be able to socialize with the other handicapped clients. The depth
of the Marshalls' concerns for the entire family surfaces in Judy's remarks
concerning this decisipn:
’ "We decided not to risk everything on this move. We will
not give up our home out here in the country. My parents
have agreed to come and live .in it. I've taken-both boys
] with me on several occasions to the group .home I. work 1in
to let them get the feel of it. Ron cag’still do his job ®
v from that county as it's right on the border line. Also, .
Jerry will be going off to the academy so he will not be —
there full-time. We are going to try it and if it works--
great--if it doesn't then we can come/back to our ‘own
home. It has to work out for all usw" > e
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, I. Introduction

Brief Case S*efch ) T ' ’ ~'

. N L B

Larry Corwin was born in July 1970. His development appeared normal -
"~ to his parents during the first two years of his life. His birth history
o was also -reported to be normal. When Larry was two, his parents noted that
he did not séem to understand commands, nor was he able to indicate his
wants. When he was four his parents, increasingly concerned about his
~ language development, brought him to the speech clinic at a nearby univer-
Sity hospital. Apart from delay in']anguage development, it was discovered
that Larry had.a profound hearing loss in his right ear, and a mild loss -°
in his left\ears Larry also had a history of multiple ear infections durting
& his early years. .
(4 &
During the next few years, as Larry's contact with educational insti-
tutions increased significantly, and periodic evaluations were done, a ’
complex diagnostic situation developed. larry's hearing ‘loss was unques-
tionable, but he was able ta understand speech thar’was'ETéar, reasonably
close, and not*tonfounded by surrounding noise. When he was five', teachers
and evaluators observed Larry to be functioning socially and intellectually
at a three-to four year old level. His strengths were in his affectionate
and friendly interactions with others; his desire-and willingness to ‘take
on special tasks; and in his ability to learn when problems were presented
in a visual mode. His problems were primarily in his high.distractibility,
hyperactive behavior, short attention span, inability to respond to direc-
tions, and need to control Social interactions with peers. Anxi€ty and
- féar were also noted in his behavior at times. -One teacher noted that he
was "very considerate. of other childreg who had been hurt or who seemed
Sad." ~ > P .

- ~- * . i

. , oo
This pattern of behavior has. continued, with slight modifications, to
the present. Larry.is now close to ten yearstTd, and his intellectual

and social progress has been described bywteachers and eva]ugtons as limited;
he is seen to be functioning at about the 1ev¢T7®f a five year old. It :
/1 appears that tne aemands of schooling Aave peen generaliy overwnelming for
Larry. His cognitive skills have improved onlytmoderately since he was
four or five years old. Socially, he seems isolated, somewhat fearful, and
extpemely easy to upset. , : .
- = None of the records of evaluations and observations, or-the profesgionais
l_who have had contact with Larry over the Years, seem to be abfle to igentify
the causes of "Larry's proplems. There is a feeling tnat his hearing impair-
ment has something to do with it; that emotionally Larry is an extremely .
"needy""child; that.pernaps there-is some minimal brain damage. But whether
the effects of a hearing problem have been magnified by emotional problems;

-
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whether intellectual-retardation is due to emotional impairment or some
organic condition, are simply not clear. - tarry's narents and teachers have

" noted that his hearing.is selective--he hears and understands when he wants

to. But-he all.tog-Gften uses his hearing loss to "tune out" reality. ,'
Many of the social and intellectual~demands of daily Tiving appear painful
to him.’ .. -

Larry's educational historySreflects the lack of consensus about the ©
Causes of his problems.- Upon recognition of hi hearing loss and its -
effects on nhis language development, Larry's paaénts started him in speech
therapy at the university hospital i}inic and nursery, schpol at a private
nursery- school in August 1974. THiff arrangement was continued until Decem- -
ber 1975, when a decision was made in Larry's. first EPPC that Larry sad
made enough progress in his development to place him in a regdlar public .
school kindergaxten on a trial basis for six weeks. He was then five and
a half years old. His behavior in the public school.kindergarten was seen
as inappropriate to that setting, and a second EPPC meeting in March 1976
led to a new placement in an integrated preschool program for handicapped
and normal children at a locai private educational researcn agency, with
speech therapy at a second university in the area. .An evaldation at tnat
time included the follewing .comments: - ‘

-~

“When interactions invofved more‘tnan casual sccial contacts,

his basic s]owness~ immaturity, ‘and anxiety w g7ident.” He
became extremely “impulsive, with many scattereq\ respenses and
little evidence of good internal controls... He might Jearn to °
deal with day-to-day oreblems more effectively if he-were

required only to meet demands within the range of his abilities.«.
Placement among childaren his own age wno are funct?ﬂhin§~a1ig )
higher (average) level will probably not set an example to be B Y
imitated but raise nis anxiety levei ana increase unfocused '
behavior." : )

.

« &

“From March 1976 to June 1977 Larry remained in that preschool -program,
receiving regular speech therapy. Progress was noted by staff from both
programs. In June 1977, at the next EPPC meeting, a decision was made that”
Larry was readv for mublic schooi. He wa: nlacec in 3 reouiar firss grace

+C1assrcom in a 5CnoCi in & NelgnDering aisTries naving ar daucadie lentally

* Impaired (EMI) program that he would participate in part-time. This

S

arrangement lasted for one year. In September 1978 he was placed in another
elementary scrocl n ~is gwn district, wisn 3 teacher-coreyltant anc aice

to work witn n1.  Tr-g Tag-ed L., T Tazviavy. 4t 5 5 o1pint redrasturnea
to the first elementary scnool, ana finisneg the schogi year. During the
1979-80 school year *he ‘remained in tnis school, with & aual placement in

- the EMI and EI (Emotionally Impaired) programs of that scnooi. Speech, ¢

therapy continues in the school setting. ' .

14 ) ~
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As will be described shortly, Larry"s placement history reflects a
good deal qf negotiation among parents, evaluators, local educational
agenciesy and teachers. It also has been characterizeti by. trial of a*

. variety of service alternatives. At present, he is in third grade, and

.receiving special* services under a-double classification as both emotionally
_ 'impaired and educable-mentally impaired. Larry takes regular medication
* for hyperactivity. ' ’ . . :

The Corwins live in a small town ina semi-rural area of Michigan.

The nearest urban areais some-twenty miles away. Larry!s parents, Jeanne
and Richard Corwin, work in manufacturing plants in the auto industry.
Both have worked, a number of different shifts ovér the years, and the
REssibility of lay-offs is a perennial feature of their Tjves. (Jeanne is
currently .laid-off, but receiving sub-pay, which after baby-sitting costs
saved, is equal to her working ‘pay.) In spite of job insecurities, the
family appears td be in reasonable Financial‘shape,

.
\

- The Corwins have’six children: 4 baby boy born in 1977, and five °
others ranging>in age from sixteen to nine and a half. (Larry). The
second oldest, Robert, is in eigmsh grade, and in the last two years .his

' parents have become extremely concerned about his reading problems at
school. About a year ago they started an evaluation process for him that
has finally 1ed, after considerable conflict and negotiation, to his
receiving special services .within the middle school setting. They feel
Samuel, the youngest, is*an "exceptional" child, very bi?éht, perceptive,
and verbal. In fact, they are concerned that he is catc ing up to Larry.
Jeanne Corwin has expressed it this way: R

S st
N oo

“"Samuel is beginning to ca%ch up with Larry,rand I'm afraid. -
I don't want to hold Samuel.back, and I'm—nﬁi going to, it's
not fair' to him. I feel, though, that maybe Larry will start- --
noticing...I don't want him to turn around in two years and
say boy am I dumb, here's my five year ‘old brother; why don't

~I.know that, he's Five years old and he knows that."

The Corwins' main- concern with respect «to Larry recently has been his
tendency to retreat to-a fantasy nlav world ‘much of the time. both at home -
and in .scnooi. ‘Tnis woria is pOpuIated witn television and other imaginary .
Characters, and Larry can easily spend long periods of time,in it, talking
to these imaginary playmates. A staff member of a.local community mental,
health center, with whom the' Corwins- have some contact (this contact.racuires
further- looxing ihzoz,has tola tne (orwins that Ldr-y reeqs  This, ang tna:
eventually he will outgrow §t. But they are concerned that it ingrferes
with Larry's learning, especially in school. '

%
The Corwins are. increasingly looking to the future!, and wondering how
“competent Larry will be to take care of himself. Their concern for his
‘dnt=sy play interfering with his learning is an expression of this. con- =
sciousness of the future. Jeanne Corwin has noted: .




"He seems to be doing all right, but I'm beginning to feel
anxious...I know he has till he's twenty-six, that he can
go ta school and continue his education, but he'l] be ten
.in July and ten year-old children af least know their
alphabet." - = )

Both parents project a sense of care and:loving congern for their
«Children in generai and Larry in particular.. Because there are six
children in the household, things can get quite hectic. But they try
their best not.to Tose him in the shuffle. Having Larry's needs met

has clearly been a central and continuing concern to the Corwins; they
appear {o be increasingly aware that this will require a good dea)l of time
and energy for many years to come. They mentioned that a mental health
official told .them that while Larry would never be an aeronautical ;
engine€r, he'd learn to support himself in due time. That, they said’

was the.most hopeful thing anyone had said to them in some time.

. . v . W .
A Chronolagy of.Contacts wiggrlnstitutions and- Service Programs!

As has been mentioned earlier, Larry's early development gave his
parents no special cause for concern until he was approximately.two years
old. At about age two, Jeanne began to worry that hts speech was not con-
tinuing to develop and that he did not seem to respond to spoken commands.
Medically, he had a history of repeated multipie ear infections. Ia March
of 1974 he had his tonsils and adenoids removed, -and underwent bilateral
myringotomies. Referred at this time to speech clinic in'.the pediatri¢ sec-
tion of a Targe university hospitai‘in a nearpy urban area, he wag examined
there in July 1974 (at age four); the examination found g profound loss of
?ea?ing in.his right ear and a mild Toss in his left: "Recommendgticns

Rcluded. further examination ana the ,provision of- speecn therapy. Psycholo-
gical examination at this time showed some-overall delays.

The Corwins placed Larry #n a private mainstreamed preschool in the .
urban ared, and provided speech therapy for him through the university speech
clinic. These placements lasted through Ngvember 1975 (until Larry was five
“years, four months o1d).  Hic £eachers inilially nozez 29FFicyulties under-

. stanaing nis ‘verpalization, as weil as in coping WTtnAst high activity .
* level and short atténtion span: "he seemed to flee the room within seconds,"
one-report stated¥ Bver this period progress was ndted in his language, ‘
and in his cabacity 0 attena to tasks and <o take responsibility for nis
actions; ne aisd snoweg consigerasie, growtn in cogriczi.e aspects. Tnrougn
this*period, the Corwins\paid for the preschool ant provided their own
transportation for Larry. . . o ’
“4_7_ ) N -
1This section remains the same as reported in the first year annual report
up to the end of -the 1976-77 sciHool year. It has been bstantially
" modified from that peint on, and presents an account of the implica-
tions of a'school district's failure to comply with state apd federal
special education-law, with a resulting state investigatibn. -
Q R .. .
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Psychological re-examipation at the university»hOSp#ta] in May of 1975
(age: four years, ten months) reflected his teachers' sense of progress in
Larry. His examiner found fourteen months' growth in Larry's mental age .4
over-a ten-month period, and said: "I still leave it open (as) to his '
actual inte]]e;ﬁua] potential.": The Corwins.at this time were planning to
N have Larry enter kindergarten in the fall, and possibly stay there two years;
- the examiner found this plan most appropriate for Larry's stage of development.
‘A re-evaluation of Larry's speech status by the university clinic also
reported considerab]e progress in October 1975.

. Against this background, Larry's first EPRC meeting was held by the
x school -district in December 1975. ~Jeanne Corwin attended’ The committee
recommended entry in January 1976 for Larry into the Tocal school's kinder-

1 .

garten on'a trial basis for six weeks.

a
-

Problems with distractibility and hyperactivity, as well as disruptive
behavior and lack of retention of materials and skills previously encountered
in the nursery’school, surfaced quickly in the kindergarten setting. By -~
» early February-"1976, the school district was conducting further evaluations
‘of Larry, apd requested that the interm?diate educational agency send an
examiner from its center for 'trainable mentally impaired children to fur-
ther evaluate the child. The evaluatiohs Ted to Larry's next EPPC meeting,
which took place in March of 1976. Again, Jeanne Corwin was present.
Eva]uations.inqicqted that .Larry was functioning in the EMI,range, and the -
committee recommended an immediate change of placement, to a program, that
could "be highly individualized and offer intensive concepts work." It ° ——
was recommended that Larry be placed in two sequential programs in yet
another urban area some twenty-five miles from the Corwin's home town: a
morning preschool program at a private educational research organization
that provided & mainstreamed setting; and an afternogh intensive speech ;
therapy program at a speech and hearing clinic in a coliege in that urban ‘
area. These programs were offered at no cost to the parents, and the dis- . P
¢ trict undertook to providg transportation for Larry to the programs.

meetingiAgdi-convened in June 1976 (by then Larry was almost six years old)
t0 review ¥nair resuits. Urs. <Orwin was once again oresent; Ine scncoi
district was represented by the director of special education, and both

. service agencies sent representatives. It was agreed that cirrent settings

were appropriate,, and summer speech theraoy and placement in both settings
d9ain was -agreda upon for tne scnoo; year i876~v7. .

Engﬁ]]ment in the new p]aceménté began in April}, and a third EPPC

K Both-programs .provided reviews of Larry's development during the fol-"

’ldhing'year. The college's speech and tanguage clinic gave Jeanne and
Richard gyides fo¥ & home speech, program; tfie preschoo]l staff made home*
visits. Again, progress was considerable; althougn the cYinic setting
reported continued limit-testing and manipulative behavior, there were on
the other hand .signs of a lengthened attention span, increasing clarity in

¢
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expressive language, and much eyidence of cooperative behavior with regard
-to other children. In particular, behavior-modification techniques seemed
to be effective at-least part of the time in helping Larry. control his
activity level and impulsivity.

it appeared to all concerned that entry into a reqular.school setting was

a possible alternative (Larry would be seven by the fall of 'that year).
Recalling the problems with the-last attempted entry into public school,

the Tocal special education staff invited to the.meeting persons-from a
child psychiatry clinic in the area that offered day programs, and from an
area private school for EI children, as well as staff from the college
speech progwam, the private preschool, and the local eleméntary school prin-
cipal. At the meetiﬁb @ number of alternatives were discussed. The con-
sensus of the committee was to reconvene at ‘the beginning of September to
determine the most appropriate program, for Larry. ’

. ' )
w he next meeting of Larry's EPPG-was -scheduled for June 1977. Again,

Prior. to'the September 1977 EPPC the school psychologist from Larry's
“home district made considerable effort to find an appropriate program for
Larry, based on the district's knowledge of his history and needs. The
reason for this search was, reportedly because of Larry's home district did
not .bave a program that they felt was appropriate for Larry, that was a
f-contained EI classroom where Larry could work with just a few other
children present. The psychologist looked into a number of the local special
ucation regions' programs*, also at the integrated pieschooi program where
arry had-spent oVerta year. He was unable to find a program for Larry.

. As -the 1977-78 schbol year began, Larry was w?thoutja program, and was
thus Yot enrolled anwwhere. 0n September 21, d week after the schooi year
an EPPC meeting was neid for Larry. After consiaerable debate, the
participants reached consensus that Larry was fo be classified as emotiona]]x
.~ impaired, and that a self-contained EI program would be optimal for him.®

The program, then available in his home district, was organized such that® "

the EI téacher was seeing. 13 children for two hours a day in groups of three _
or four. It was felt that this constarit change in grouping would be ex-
tremely disturbinc for ‘arry. ang tnat he needed A si+uarion.where ne could
become sociaiizea into a consistent grouping ot peérs. S ;

. . ¥
A decision was made-at.that point to place Larry temporarily.in-a self-
contained 241 ¢class*mo~ in a neiInzering 2istrict, urtil his own district
could arranje =2 se: .o an gECrCovTite orogram o _lirry.  Tne Corwins
were informed that it wou}thake about a month for this program to be set up,

-

. 1In Michigan, a number of sma]?ér}distriéts join together into "special
~ education regions,” in order to be able to pool resources to offer a
wide range of services. Children fr¢m one district,can be pliced in
a more appropriate program in another, without specialxadministratjve '
' arrangements. . : - . S

»
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and it "was because of this fact that Larry was placed in an EMI classreom
instead of remaining out of-school." “Larry's home district-at that point
clearly indicated an intention to set up a program for Larry, by November 7.

. This ,program was never implemented, Larry continlied to be served in
the neighboring district's EMI program during the months.of October, November,
and December. Another EPPC meeting was held for Larry on December 10, at
which time his home district presented a new option for him: "direct
service to Larry for less than one-half day daily from an EI teacher with
the remainder of the day to be spent with an aide in a general education .
classroom. Speech wauld be offered 1 to 1.57hours per week." No consensus
on this was reached at thjs EPPC meeting. )

. A third EPPC meeting was held on December 20, 1977. Mrs. Corwin
indicated that this new option was not acceptable, ameng other reasons
because "the room for Emotionally Impaired at.(her Tocal) elementary ‘school
was without windows." The room was also reportedly very small (18 feet
by 14 feet). Other participants at.this meeting, most notable Larry's
teacher in the EMI room and the principal of that school, felt that it would
be inappropriate-and harmful to Larry to put him in general education, even

with an aide; it would be, they said, "tpe equivalent to setting Larry up.
for failure.” Consensus was reached that Larry would remain in the EMI class
to which he was adapting well and in which he was making progress, for fhe

- remainder of the academic year, "pending state approval." .

At this point, a process bedan that is crucial to narrate in detail,
because it led to a swate investication 07 Larry’s home district's comoli-
ance in larry's case witn tne state special education law. P.k. 158. and
with P.L. 94-14Q. Wnile at tnat time it was seen as aaministratively and
Tegally appropriate for Larry to be placed in his neignhboring district be-
cause it was part of the Tocal special education regiaon, tnere was some-
question as to the legality of his placement in an EMI classroom -(which

‘. . » was already crowded) in spite of the fact that the teacher in that ,
'»\> classroom was a unique, warm, "marvelous" teacher, who quickly came to

- . commit herself to Larry's success’in school. The superintendent of the

s #istrict whose EMI program Larry was attending arranged with the Special

N  Education Zirector o nave a letier sen< o -ine state. axdlaining the

situation. |

“~

4
The State Director of Special Education responded. in a letter to the
superintendent of _3vr, 3 Agre 3istvict A Yarce 137I. vnas thas aistrict's
schoois 'may not refuse 't0 3&rvice a student in an aporopriate program on
the grounds that they do not have sufficient' classroom space unless the
school district has received such permission from the State Board of Educa-

tion." The Special Educatiqn Director also wrote»that: , -
] - L] * ' Y . \
» \ . X
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* "t would also seem that the school district is in violation ¢
of Section 121a.552 of the rules for Public Law 94-142 and
the requirements of Section 504 of the Rehabilitation Act.
These regulations require that handicapped students be placed
in the Teast restrictive edutationgl setting. Specifically
Section 121a.552 indicates that each handicapped student must

. be placed in an appropriate program and, unless a handicapped
child's individual educational program requires some other
arrangements, the child is educated in‘the school which he or
she would attend if not handicapped. -’ -

Given the information at hand, it would seem that this student
could attend a regular education program in his home school
district provided the school district hired necessary. personnel.
We understand that his district's school has no available class-
rooms. The school distrift has the opt¥on of seeking a ﬁgziation
from the State Board of Education if the cannot $€rvice Mudents
due to lack of classrooms’, or obtaining pprtable classrooms,
building on to existing buildings, or dev loping some other alter-
native to make glassroom space available so that handicapped
students can be appropriately serviced."

Finally, he noted that he was recommending that the Director of Special )
Education of the Intermediate Schoo] District (a county-size jurisdiction,
acting in g service capacity to local districts in Michigan) initiate an
investigation of the situatyon.

This investigation was carried out dur+ﬁ§/ﬁ;>th of 1978, with a set- '
of findings submitted to the state at the end of March. The findings were
tied to.Michigan's state law, and Larry's home district was found to be
in violation of the law in a number of areas, among them:

(1) the superintendent had not initiated appropriate special

education services within 15 school days after Larry's
parents had been notified of a placement decision;

(2) that Larry was never niaced in an €1 program, in spite of
an EI classification;

(4 .
(3) that the classroom space used by the teacher/consultant for.
.EI children was inageguaze, .ana aid ‘'not meet minimail criteria.

Larry remained in his EMI classroom for,thésrest of the 1977-78 school year.
His teacher dnd principal wére somewhat concerned about the placement, be-
cause there were 16 children %n the classroom with Larry, which made it -
difficult to give him the individualized support needed. Nonetheless, he
was becoming part of the class, and had developed a close relationship with
one of the other children in the class. :

¥
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In 1978’another EPPC meeting was held for Larry. In attendance
were school level 'staff from both districts, a school psychologist, a
social worker, Jeanne Corwin, and a parent advocate. The Corwins wanted
Larry back in his own district next year, if at all possitfe.” €onsensus
was reached that Larry would be classified as EMI and EI. This was' the
first mention of a dual classification. It was decided that Larry would
be placed in the second grade at his home elementary school next year, '
with a "program designed to keep him with ‘his class for academic work he
« can handle, but relieve him from tasks that will frustrate him exces-
sively..." The special education teacher will be available to Larry four
and one-half hours per day, and have responsibility for him, the entire
day. He will be mainstreamed when possible.

That summer the assistant superintendent for Larry's home’district
wrote to the state special education compliance officer, in résponse to
the findings of the investigation,

"Larry will be enrolled in (his home school district's)

emotionally disturbed program...he will be served in a

self-contained situation... He will be housed in a room

14' x 18' which the teacher consultant for EI uses to

serve small groups of EI students. The regular class-

room is not available because of the extreme overcrowded

conditions in (his pome elementary school) for all

students..." .

Larry began the 1978-79 school year in his home elementary school.
He spent the majority 6f each day working one-on-one wjth an EI teacher,
an EMI teacher, a speech teacher, and an aide... He received about 20

hQurs a week in one-on-one instruction, and spent the rest of his time in .

a sedond grade generalgeducation classroom reportedly moving around quite
a bit during the day. A review EPPC in November 1978 recommended a
continuation of that placement, as it was seen to be adequately meeting
Larry's needs. '

The Corwins have reported an increasing dissatisfaction with Larry's
placement in tre anove setting as *ne '273-72 cchoci /ear wore on.
There appartntiy was reguiar aisagreement petween schooi and home on the
degree to'whic¢h the school should tolerate disruptive behavior by Larry.
The Corwins report that they were called numerous times during the year
‘to take Larry nore from school, or to 5e z0id of Larrv's -isruptive be-
havior: . 'svery zime ne ran down zne nai| tney were caiiing me to iet
me know how naughty Larry was, it was very aggravating." The conflicts
between home and school apparently made 1ife somewhat uncomfortable for
Larry 4t school. The school staff felt increasingly that they were not
able to meet Larry's needs. " ’

. ' f /
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Nonetheless, a report by Larry's EI teacher in March 1979 noted tqat
Larry had,"shown mychgrowth since September." His ability to'carry out.
dCademic tasks improved steadily; .also his willingness to follow directions.
It was noted that changes in routine were stressful te him. Also, he '

’ occasionally threw temper tantrums which he himself described as "the
cowboys and. Indians having fights inside." The report recommended that

. he continue his individualized program, but have more regularly structured *
opportunity to interact with peers. ) .

The previous school year, late in the year, Larry's home district had
reportedly withdrawn from its designated, special educational regional grouping,
which included the neighboring district in which Larry partigjpated -in the
EMI program. | That withdrawal, denying the district Tegitimate access to its
neighbor's resources, plus an institutiqnal desire to comply with the findings ,
of the investigation of Ldrry's case, cgﬂtributed to the decision to have
Larry placed in.a program in his home elementary school. Larry's home .
district rejoined its special edutation region during the 1978-79 school
year. This made possible a train of events that brought, Larry back to the
neighboring distrigt's EMI room, plus a newly created EI room, in March of
1979. ' -

As has been reported, Jeanne and Richard Corwin were becoming increasingly <
upset with Larry's placement as the 'year wore on. -In addition, the staff at ‘
his home school reportedly “"discovered as, they were working with him, that. it
was just extremely hard to meet his needs." " In late February the superin-
tendent of his home district contacted the superintendent of the neighboring.

,district, and asked. if the Tatter would con<ider taking Larry back. An EPPC
meetingPwas held, and Larry's parents were in favor of this move; in fact, -
th ad stayed in touch with his EMI teacher, who they Tliked very much. .

Observatfons in the School Setting : .
Historically, across different institutional settings, observations of -
Larry have suggested a fairly'consistent pattern of behavior. When working
by himself on a Tearn®g-activity he reauires a great ' deal of adult atten-
tion and sJpport. out Tnis SUDDOYT WCrKS, Sniv wneh Larry sxpresses a ness
for it; he prefers to work alone and privately once someone gets him started, il
Laryy is easily distractible, and has trouble maintaining task attention. 1
On his "good" day$ it is oossigle td get him back on task fairly quickly:
on his "bag" gavs nis i3 very dif<+cu’t to do. , F'e nas peen observed To e .
- friendly and affectionate in nis interactions with others; but he often wants
to control interactions, so they take place on his own terms. He has, over
the years, turned increasingly to a fantasy world, "tuning out" reality for

lTong periods of time, and engaging in isolated play.by himself. ‘
e s s
- ; ‘ . ,
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- temcher has worked Consciously on h€lping Larry deal, more effectively witn

-hard for the .first time. This .teacher noted that "frequently Lagry is.willing . .

" to handle frustration, to attend to' tasks, to be willing to negotiaté, and

Larry's feelings about school were apparently positive when he was
four and five years old, began to become negative when he was six through
eight years old, and are becoming more positive once again. Some comments
of stafif who work with him, and the observations of this writer, illustrate
his current attitudes toward school and behavior in Tearning and social
situations. | .

A student teacher who worked with him this year in the EI room has - .
noted that "at first, I had to call his' learning area play center, he had a
strong reaction to the word learning, or the idea of Tearning tasks." This

reality, and-seen a lot of growth in this area. In the past, he notes,
"Larry would Use every tactic in the book to get out of interaction with
other kids," though this too has been changing. At the moment ‘that this
writer was talking with the student teacher, Larry voluntarily went over »
to join a group of children working with the EI teacher for the first time
all year. This was as enormous step, in their eyes,.a goal they had been
working toward during the year. - ///
L]

Larry's EMI-teacher, who knows him best .and has had the most contact
with~him since_September 1977, talks about her first impressions: "larry

- was extremely needy...initially he would totally break down at Teast twice'

a day, apything could set it off; he would fall apart emotionally and turn
into this two year old... hé could fantasize with anything, he could take a
little square of cardboard and spend an hour playing with- it.. . his behavior
began to change very gradually, although progress: was inconsistent; some

days we could get a Tot of work out of him, some days- we were jucky to ) -

get 3 3r 4 minutes at.a setting.:.." Gradually the situation changed, as he s
saw consistent gsidelines set for him. This year, Larry“sgsenavior ana ) '
response to school nas steadiiy imoroved. Memory 1is still a.central road- - .

block for him, "keeping things in his head;" BULE Larry himself wants to work

but emotiondlly unable to attempt things and %ngage'other"peoble.“ . (

@

This wrier, in observing Larry-interact with his EMI and EI teachers, |,
feels tnat a®aior ~sasom or nis Srowth fas ceen tme waveie,  constan: :
support, ana consistent structure tney.ndyg'supp1ied to his Tearning
experience 4n school. ngg re remarkable teachers, ‘and his EMI teacher
almost seems to "will" p _:%Es from:him with her enormous commitment to ~ .
Larry and the’otner cniicrep~sir :inaz reet. L N ‘.
* . ‘.

His EI teacher has' not seen a greag deal of prGgreés in Larry from her

.perspective; "he's basically been out of toucheyith reality much of the ' .

time he's been in this classroom." Imprdvem nas come when an adult
works with him one-on-one. She has b&en.‘working’ with Larry on his ability
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to work in groups with other children. She mentioned that he sometimes <Y
comes to class "with a lot of violence, which I think comes’from television...".
She has tried to make her agenda for Larry and his agenda merge, so the
potential for struggle over control of JLhe situation is minimized. This'

appears to have worked well. _ s

Neither of Larry's .two main teachers feel that he is ready-to be ¢.
mainstreamed for more than an extremely small portion of the day. In fact, -
his EMI teacher noted that the social gap between Larry and his age-mates
has been increasing, ang he is moving away from readiness to be mainstreamed.
The question of whether he should 9o onetd a fourth grade classroom next

© year is an open one, in her mind. : '
. . * 1}

This writer recently observed Larry at schoo] for three dayg ! The
large part of his_days is divided betweén the EMI and EI c]&ssroghs‘ "\
Although e ts part’of a reguTar third grade clags, he spends very Tittle’
time with his class--mainly Tunch, physical education, music, and &rt.
Of a thirty hour week, he is with his cldssmates about five or six hours.
) Even when hesis with them he appears to be socially very isolated from
- them, playin§ or working alone, shyly joining a group when asked to by a
teacher. His friends are:-in the EMI or EI classrooms. FENE '
. Ehe following-observations are typical of a broad array taken over a .
. few days period:. , - o . . ‘

. . _— ) g
‘ In”his EI rodm, Larry is-observed to'berdistracted, and somewhat fear-*
; ful. Upon arriving, he doees not-immedf%te1y settle down to work, but wander$
. over to some media equipment; he takes a pericil belonging to another child,
- and the teacher asks’thim.to ask the otner child i he can borrow it, <His
manner sudaeniy becomes-distant, absent, unfocused. He 3looks #n his desk, *
and sees no penpcil. The teacher asks nim if he'd-~ Tike "hiS own new one,. “

trying to«close the s¥tuation. 'The student teacher gets him to settle down
I with a math workbook. He works throygh the simpte addition problems out

3

-+, loud; octasionally.he'11 get a correct amswer but write it down incorrectly
* or in the wrong piace. He appears to be working hard, though; episodes of
- - . - > o - . - - - -
'ooconcentraticn fast.aicdt “ive tinules vltess CC3evyeg, TTaT aimestT 2l ol

"the work with Larry--acacemic work he ¢an “handle is used as a vehicle for
working .on socio-emotional goals--is <in short episodes of about five minutes,
« far“which he. is then awarded. a shoft Break. As thiswriter was observing,
Larry broucnt nis wer«zook over 10.%2,3351% wnere2 grd.d oF _cniidren was N
working witn tne teacner,’and sat down witn them., This was tne first time.w
-he had voluntarily joined aggroup of chvildren all year. - '

-0, s < °

11t is Wbrth noting t%at it is extremely difFicult to obgerve children . i .
, like hifry who have many” "teachers." Following Larry from setting to

o
14

+ - .spttifg while trying to.remaiq’unobtrusjﬁg, was very difficult.
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<{\ﬁ Im his EMI class Larry is observed working bn language arts at his
. desk. He speaks out Toud as he works in his workbook[.‘The teacher comes
«over periodically to make sure he's on task, and to praise him for his
correct answers. After about three minutes he gets distracted by a magni-
" fying glass, and begins talking to himself about what he can de with it;
- he gets up, and begins playing with®the glass near a window. The teacher
brings him back.to his work. telling him he can have 2 break in_a few-" -
. minutes. He.dges some more work using a timer to see how fast he can go,
o ~ His tealher uses this as a tool to keep him on task.”™ Larry is extremely
. aware ofy time, dftenﬂ190kingqat the classroom clock, saying that it is .,
1 time for recess. Larry is easily distracted by other children, but seems
O " to be able to get back to work with thé assistance of the teacher.
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II. The Five Major Provisions of the Law
» as They Relate to the Corwin Case

B

-
€
s .

’

Protectien in Evaluation Procedures 4

-

From the time of Larry's first evaluation gt the local university hospi-
tal at the age of four, to the present, evaluatiohs have been carried out
regularly; reparts have been sent to the ‘Corwins; findings have beeh discussed
with them; and no particular evaluations have.ever been used inappropriately
'to determine placement for Larry. In general, appropriate tests and fully
trained testers have been consistently used. Perj dic administration of
I.Q. tests have provided useful informatiop for diagnostigeand placement
purposes largely because tester provided co entaries an®behavioral
analyses to aggompany the quanty i ‘ ‘ ,

. Because P.L., 94-142 and MicNgan's state law rely more on categorical
labelling than functional labelling\for tlassification purposes, much of
the’ formal evaluation of Larry has b esponsive to the need for cate-
gorical labels. Nonetheless, testing results have almost always been
accompanied by other types of information (e.g.,-teachers' observations,
parents' perceptiofis) at EPPC meetings. To the extent appropriate, multi-
disciplinary teams of evaluators. have been involved in placement decisions.
Finally, no s?ng]e measure has ever been responsible for placement decisions.

»

~ The Corwins~have not disagreed at any point with the results of an -
gva]uation, and have found no reason to request* amendments nor to ask for
independent evaluations. Further, evaluations of Larry have been fairly
consistent with one another, and in general accord with parental and
+ _teachers' perfeptions. A AU
The issue of the appropriateness of dual categorical labelling for®
Larry, leading to dual placement, is-one that will probably remain unresolved
as long as the calises of Larry's problems remain unclear. No one involved
Tocally, including Larry's parents; appear to be overly concerned about
Larry"s ddal olacement. Alsc, evailuatior Srocedures nave seneraily vesh
sensitive to botn emotional and cognitive issues. Larry is also hearing
impaired, but'since he can hear well enough to function without a mechanical.
aide, this physical impairment has not been used as a primary categorital
label describing Larry's handicap. :

Procedural Safeguaéds

‘This provision of P.k.- 94-142 appears to have worked reasonably
effectively in §rry's case, within constrdints imposed by a school system's
refusal or fnabfTity to fUifill. its commitments, In the fall of 1977, the
Corwins' consent to Larry's placement in tne EMI class of a neighboring
district was based on a commitment by his home district.to have an £I clags
in operation within a month's time. This never‘was implemented. Nonetheless,

|
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at a number of points between »1975 and 19804 EPPC meetings provided
a setting in which the Corwins and professionals involved in Larry's case
could make quick decistons about changing his placement, or discuss well in
advance future options. i : .
“ In general, Tocal educational agency officials have notified the Corwins
in writing and on the phone well”in advance of planned changes in Larry's
program, and have given them a chance to respond.* Within a context of con- -
siderable negotiation concerning Larry's placement over the years), Larry's . >
home district and the neighboring district have both been very accommodating
to the Corwins' wishes and complaints, and the Corwins have not had to
resort at any point to an independent evaluation or a due process hearing
(they were on the point of contacting a Tawyer to begin due process proteedings
for Larry's older brother, Robert, but they contacted an advocate who
successfully applied pressure on the principal of Robert's school; Robert
now has the special services he needs). ' . ,

As far as can be ascertained, a regu]ar; uniform\ev§1uation and
placemer’t procedure has been followed over the years for Larry. There have . g
been some changes in tne make-up of Larry's EPPC, due to the changes in

. Placément. But this appears not to have affected the decision-making proceds~——m_ .

negatively g

Individualized Education Program ‘ o *

|13 - .

.

Considerable efforts appear ‘to have been made*in both of the two
school "districts serving Larry during the Jast three years to provide him
with a detailed, well thought out Individualized tducational Program (IEP).
The integrated private preschool program, and speech therapy program which"
he attended from March 1976 to June 1977 also engaged in extensive planning
of goals for Larty, and implemented those goals to the extent feasible during
the years Formal, written IEPs have not been extensive and detailed;. in
fact, they have been very brief and telegraphic. But supplementary documents,’
including case studies, observation notes. evaluation documents, and informal
plans, anc evigence from interviews, inaicazes indt tdacners nave nad astaliec,
appropriately sequential plans for Larry, corresponding to his individual
situation. !

.
. A »

The private oreschool, his home district. and the district wnere he now '
attends scnool all appear to have incCluaed (anda implemented) evaluation pians

as part of the IEP for tarry. Evaluations have been fully ysed for future: .
p]anning,'and well as for reviews of placement. '

J
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. .
Least Restrictive -Environment : .

This provision of P.L. 94-142 has, proved to be especially problem-
atic in its application in Larry's case.- There has‘igen, since Larry's »
first contact with the public schools, a contimlous &truggle concerning
‘the appropriateness of educating Larry with non=handicapped children. «
‘Larry's home district was .found by stategompliance officials to be clearly
in violation of state and federal law wi*g respect to providing an appropriate
placement for Larry. The district was, in effect, asking Larry apd his
parents to.adapt to its-situation, rather than adapting dtself to Larry's
needs., While Larry has had an opportunity to interact with non=handicappegd
children over ‘the years, he has had, in practice, almost rfo “interaction
with them. : ‘ ' o ‘ ‘

Ever since Larry entered—the—public schools, placement decisions have
been made that could be yiewed. as more and more restrictive:— Yet few of
Larry's teachers or evaluators over the years haye ever recommended a more
fully mainstreamed program for Larry. Participants in EPPC meetings have
consistently argued that it is, in fact, quite inappropriate for Larry to
be educated with his peers. His EMI teachér has commented: .

"...as a special child becomes older, the gap between that
* o .Child and his peers becomes greater; thus this issue .

’ (mainstreaming) grows in importance during the first .few

years of school...Larry is not moving toward being more, *

-ready to be mainstreamed; in fact ke is movind away from

it...it's not an academic issue, he gets that from'me; but

if he can't reJate to his peer group at all, it's a frustra-

-. ting, not growing, situation for him." R d

Larry's EI teacher. not only concurs, but feels that a regular elementary
school, even within a context of EMI and ‘EI programs, may not be the best
setting for ‘meeting Larry's needs. It has never been the case that Larry
is disruptive of other children; even with -them in the same room he hardly
interacts or socializes. He cannot function academically and socially. in
the midst of a Targe number of children. Alsg. he needs constant aduit
attention. ~ '

The Corwins have never pressed for Larry to be mainstreamed for a
greater part of eacn day. But conversations with them sugqest that they
think that Larry spencs more %i-e awzn n-s reguiar ciass C2ers than ne
actually does. They do want desperately. that he gain ba%ic reading and
writing skills, and thus support the intensive ene-on-one-attention Ldrry
has in his EMI and EI rooms. But he is not, apparently; learning to function

in the world of his nonxhandicapped-peers.

° a -~

The chronology of events narrated in the previous section of this.case
update suggest c]eaﬁﬁy that Larry's home aistrict di¢ not make an effort to
provide Larry with the feast restrictive appropriate placement during the
1977-78 school year. From the Cfrwin'k perspective, though, the district




- these EPPC meetings, and then the only thing.they want to. talk

- - N ~

L, # . o
-vio]ated not only the letter, but the spirit of the Taw. As Mr. Corwin
commented: - .

"They told-us that Larry's welfare is our primary cdncérn at

about is the welfare of the other children. -.they say we cafi‘t

just do something for Larry and neglect all the other children

in school...you can't seem to get across to them that we're here

to talk about Larry, not the other children...at one meeting

(Larry's current EMI teacher) slammed her fist down on the table .

and said to heck with the other. children, Larry is the issue

here...” \

< * 13

The formal investigation of the district's compliance in Larry's case re-
vealed,violations of the LRE provision during: the 1977-78 school year.

Thé next year, the district once again apparently tried to squeeze Larry
into its existing services, thus causing both Larry and his ‘parents aggrava-
tion. This was only ended when Larry returne%7h7 his placement in the

LA 4

neighboring district. _

It is not clear the extent to which Larry's home district was will-
fully negligert, and the- extent o wnich it ‘thought it was acting in‘his -
best interests. Larry's situation has always been complex in terms of least

' restitictive appropriate environment. Butf the two districts involved in

trying to meet his needs appear to have resporded very differently: one
expecting him to adapt to-it, the other making every effort to adapt to
him. . L o ’

b4 £ B :

Parent Involvement * . s . ¢ ‘

= , L : ¥ s

The Corwin‘s'iqyo[vemeng in decisions affecting Larry's educational
placement over the years .has been-strong in both extent and influence. .
A1l the educational agencies and inst¥tutions serving Larry have provided

" the Corwins' multiple means and opportunities to express their concerns about

-~

Larry's needs: zng 217 ~z,8 seen ~owa C.7283 £asD0MsTLe T thosa congaves,

There was a prooiem during the first part of tne 1378-75.scnooi year, wnen’ .
Ldarry's home district wanted the Corwins to "take responsibility for Larry's

disruptive behavior at school. while they felt the school should handle it. <+

Thisswas ortoas’y cars 27 <ne ~eore cersr2, or<lict hetwesn school zna ~cme.

But the provisiors p7.2._. 3a-722 gpiear o nave been compiisa witnin

that and other settirgs. The Corwins have gengrally nad a strong influence

on programming -for Larry, and are aware of their rights to- participate.in’

the educational decisfon-making process. :

»

*
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- Thﬁg, by.the end of March 1979, Larry was back in his neighboring
district, spending most of his time in the EMI and EI classrooms, partici-
pating with his classmates in his secéhd‘grade class in physical education,

" art, misic, and related activities. He also had re@u]ar(speech therapy.

A

This arrangement, and Larry's dual classification, have continued
during the 1979-80 schoel year, with Larry moving onto the third grade.
His parents are extremely pleased with “things as they are." As Mr. Coryin
has noted: "It's amazing the difference there can be just 8 miles down the
road...they care; they don't talk to us about not having.enough money,
they say 'we!ll find a way,' and they do it." .

-




III. Major Issues in the Corwin Case’

The major issues in, the Corwin case appear to be those relating to
least restrictive appropriate placement for Larry. For one thing, the
Causes of Larry's low level of cognitive agd social functioning are far
from clear. When this writer asked those professionals most closely X
involved with Larry what they think are the causes of his cognitive and
social behavior, no clear answer emerged. There was consensus, that he
is, emotionally impaired, and & very "needy" child. BUt the roots of thig»
impairment are not known, or at least were not expressed to this writer.
(In the near future attempts will be made "to.contact and discuss the
question of causes and roots with the therapist Larry has begun to see.)

-

The question of most appropriate educational placement for Larry appears:
to have been resolved satisfactorily for the time being. But Larry is now
ten years old, and the cognitive and social gap between him and his peers

is growing. Progress has begun to be more consistent, but is still slow.
Larry's teachers and principal. care a graat deal about him and are deeply
committed to his success. They feel the heed to ask, nonetheless, "are

we doing enough for him?" ’ ’ ’ g ’

An important issue for over a year, now resolved and no longer

affecting Larry, was the question of the degree to which.a school distFict
must adapt itself to the neéds of an individual fandicapped child. The -
State of Michigan, through its compliance division, found that a district
is completely responsible for providing an appropriate education <o any
(and every) individual handicapped child, regardless of how-unique that
child's haridicap is.” In Larry's case, his home district appeats to ‘ave
dragged its feet, finally passing responsibility for Larry onto another
district. Whether this pattern of institutional behavior was unique to
Larry's care, or is symptomatic of broader policies is a question that this
study -unfortunately cannot addrgss. Eid L )
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I. Introduction !

B
¢ . >
.

Brief Case:Sketch

\

Sean Gilbert was borngin February 1974, the youngest of Four children
in the family of Louann ‘and®Roger Gilbert. Sean:was a premature infant
and at birth evidenced insufficient lung and liyer“development. He was
kept in the hospital's infant intensive care unit far two weeks following
delivery and his eyes were checked at two months of age for suspected eye

: damage. Sean, in infapcy, also experienced a series»of ear infections,
.and hi$ mother reports he was slow to walk. .

Today, Sean is an attmactive six-year-old with a charming smile. * .
" He appears to be well-adjusted socially, interacting with his parents
‘ . and siblings in"a happy and casual manner. His mother reports that he
1s well-mannered and exhibjts socially acceptable behavior in 'cTassroom
. settings, getting alon§ well with his peers and teachers. This b¥havior
s corraborated by eva]ua%ion reports from testers, the classroom teachers
" and was observed by ryself in the classroom situation. ‘

. Sean has a swing to his walking gait which his mother will be checking
on with the orthopedic doctor who is treating him. Sean also does not use

‘ both eyes together despite corrective sunﬂéry. ‘He is supposed to be

- . wearing corrective glasses but Seam does not like to-wear them and, as a

: compromise, his mother only makes him wear them at certain times during
the day. During classroom observation it was noted that Sean blinks in

* 7 an exaggerated squinting manner. Hé did not have glasses on, or wigh © -

him, that- particular day. . ., . - - .

B L

-+ -Sean.does,not have a large vbcabulary fof normal conversation. He
'+ v uses‘two- to thgee-word phrases to express himself, e.g., "Go store now?"
He responds to ®rectives very well and.finger-points to identify objects,
etc. It seems apparent to evaluators that his receptive lanquage is at
a-much higher level than his. expressive language. He also has ‘been slow
o toilet train but there has been a continuoué effort of .both sehool
staff and family members to majntain a consistent pattern of trainthg to
assist him-in this area of self-care. The past six months Sean has made
significant gaims in gxhibiting more independence in takingggare 6f his
* toileting needsﬂégepending less on his peers and teacherg for assi$tance.

- -

.

,Sean’s mother Louann, is 35 years eld and_his father Roger is 38.
He has a 14-yedP-olgf sister, 12-yearlold brother and a 10-year-old brothek,
The Gilbert'§glive # atsmall village that sits on the eMge of a little LA
lake nestled in rolling countryside several, miles from a city of any size.
- '+ They are a, hard-working family, making the Bgst of limited ‘resources. They
are working tdgether to build an addition and remodel ‘their small frame.
"\ cottage that is %ocated on a quiet, -shiady, gravel street off ;the main road

.

’ . .that runs paralle® to -the Jake., ,
* N . - 1 -
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£ . .
Louann Gilbert is a short, slightly built woman with medium-Tength

dark brown hair. She is very warm and relaxed--an easy person to be with.
She very obviously enjoys her'?émily and presides over them with a very -
generous sense of humor,, instilling in them a good deal of self-confidence
as she encourages their independence as well as obedience. She works the
afternoon shift at a small manufacturing plant, leaving for work at -three
each afternoon ‘anddriving over twenty miles td the plant, which is Tocated
in another Tittle town. ”, .

*

- Roger Gilbert, Sean's father, has been employed by the same plant for

o the past 16 years. It is located approximately 17 -miles from their home.
L He.is currently working the day shift which has worked out well for the

?

.family since Mrs. Gilbert is working the afternoon shift. He shows the
~same interest in family apg home that Mrs. Gilbert does.

N
v

Sean's’ 14-year-old sister is quite:mature for her age and takes care
of the other children for her mother, until her father comes home from work
and then the fathér and daughter sh¥re the care of the boys. Sean's
sister received speech therapy during the 1975-76 school year and her
mather reports that she has been on the school's hono* roll these past
coup]q of years. Sean’s brothers not only help around the house and .
property with chores, but are quite tolerant of having Sean tag after them

"and do things-with them.

In summary, this is a very cohesive, happy family and Searr shares in

>
I ¢

the. love and warmth that is spread byJ;ach member.

NN %

. <

Chrendlogy of Contacts with Institutions and Service Programs’

In addition to his problems at birth, at the ,age of 14 .months
Sean Suffered an attack of meningococcic meningitis and was hospitalized.
He temporarily 1gst his sight, and was tube -fed for three months in the
hgspital.., When he was.released from the hespital, he had reverted to a
state of infancy+and was unable to sit up, and was quite passive in his
behavier. However,.by fall 1@?5, tihen_ Sean, was 19-months-old, he was -
,Sitting up again andg nis signt had returned to normal. After his recovery,
1doctors indicated that Sean had possible hearingaproblems,'nesiduqﬂ mental
‘retardaton and possible de]ﬁyed-mntlfldevelopment aid visual “functioning.
Conseauently, ‘he was acceoted #nto a university handicapped infant
stifulation orogram 4t the ags of 24 mentns. . G
In the spring of 1976, at two years of age, Sean was evaluated at _
8 nearby universits.. Partigipants in this evaluation jincluded staff from.
the fields of special education, social work, audiology, psychology,
"physical therapy, speech and dentistry. As a resutt of the evaluations,
-2 recommendation was made to outfit-Sean with orthopedié¢- shoes and ta .
provide speech theraby services for him; sight and hearing prablems were
ruledout by.the evalyators. Sean was also'kept f‘ the infant program
for the remainder of the year as a resuft of the evaluations. :

A4 -
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From 1977 to 1979, Sean attended a private mainstreamed preschool
program operated by an educational research organization. Transportation
services for Sean were provided by the local school district to the private-
preschool program, which was located .in a town some twenty-five miles from .
his home and outside his.school districty In the spring of 1979, an EPPC °
meeting for Sean (he was\?$$g years old at the time) resulted in his place-
ment in a self-contained center for the trainably and severely mentally
impaired. y -

Since 1976 Sean has undergdne corrective eye surgery and has had exten- °
sive dental work, resulting in the silver crowns he wears on his milk teeth.
He is under peribdic review by am orthopedic surgeon and wears corrective
shoes. He continues to receive intensive speech therapy. It should be
noted that Sean's siblings have also had speech problems, and have received
speech therapy in their school setting. -

; .

*

Sean's first EPPC was. held in October 1977 at the local school district's

, elementary school.” (Mrs. Gilbert recalls that up until 1976 she had never

¢

t

-
[y

.

heard of an EPPC¢ Non€ of her other children had required anything but

permission from her to have speech therapy through the local school district's

speech and language therapist.) Mrs. Gilbert, the local school speech and

Tanguage therapist, the regional speciai education director;, the county

public health nurde, local school distriét social worker, and two teachers

from Sean's private preschoot program were in attendsnce. -Because there

‘Was no suitable preschool program avaiiable in the local district it was

recommended that Sean stay in the private.school program that his motner .

had enrolled him in that September. The Tocal 'school district agreed to

pay for the transportation to the private school's mainstreamed preschool

program. Another recormmendation was that-Sean continue to receive speech

therapy at the “loca] scnool every two “weeks. His program was scheduled to

be reviewed again®in April of 1978 -unless his own school district was able

to provide-a suitabTe program before-that time, at which time another EPPC

would be called. Mrs. Gilbert was in agreement and there were no problems

surrounding this EPPC. *-
.ooNT . e
The second EPPC was. held as scheauled in Aoril 1978. The composition

of that EPPC conngftee was the same as the 1977 one. The recommendation was °

that, since Sean's local school district still had no suitable preschool

proaram,-he- should remain in the private school. His school distfict would

continue <o say or his transportation. [*.was agreed tnat Sean's scpool

case wouid be -reviewea again tne following-April unkess Sean's scnool

district came uo with a suitable program in the meantime. Again, there were

no problems ‘surrounding this “EPPC: ) .

«
4

. ~ ' ; o

... The third £PPC was held as scheduled in April 1979 at the county inter-
mediate school district's Trainableé tentally Impaired-Severely Mentally '
Impaired Center with their staff, Mrs. Gilbert, two teachers from the private
school, and the special ‘education director from the Gilberts' area. The
options offered Mrs. Gilbert tnis time were the chdice between ‘keeping. Sean
in the private school or placing him in the TMI-SMI Cepter thdt fonth to
finish out the spring term. Mrs. Gilbert chgse to place Sean in the TMI-SMI

‘Center's preschool program, célled pre-primd®y.
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. * Mrs. Gilbert alsp reported that the.private preschool's classroom v

o

She based her choice ‘on the fact that Sean would be able to receive
a more extensive speech therapy program as well as participate in other . -
activities such as the pool, gvm, etc. He would also be in school five .
~~days a week instead of four. The Gilbert's Tocal school district still
had no option to offer the Gilberts sb Sean's transportation to the center
several miles from his home was provided by his Tocal school district once
again. (Mrs. GiTbert reports that the local school ‘district has promised
to.develop a program’that Sean would aualify for at his own elementary
school when at least six qualified children can participate.) Mrs..Gilbert
was satisfied with the outcomes of“Sthis EPPC also and has had no problems,
‘with the procedures since then.
¢

L]

teacher.was upset by her decision to place Sean at™the TMI-SMI Center .
because the teacher felt Sean was too advanced for their program. Mrs.. !
Gilbert said, “Yot -know, she was so upset that she cried." She reports that
she has been satisfied with Sean's performance and feels she-did not make

an unwise choice. But such behavior on the part of professionals who are
dealing with parents during a time of decision-making might well trigger a
sense of confusion and quilt for the parent regarding the decision they

finally make. s

-~

Sean's current educational setting is the aforementioned center for * .

N v TMISSMI individuals. The tenter is run by an intermediate educational agency, L

’ .,

-

and serves people from the, entire-county; services are provided there from, . ’
birth to age twenty-five. Its facilities are modern and comprehensive at ‘
all age Tevels, and include a full”range of both evaluation ‘and therapeutic
services. Although some of Sean's former teachers objected strongly to his
placement there, feeling at the least that it was too soon to tell if Sean

would eventually need services at the THI Tevel, Sean's mother feels he can

get the .full range of services there that he needs now, and in no way sees

his current placement as permanent. It shouid_ be notef+that Sean's current L
teachers express this same outlook and have requested a riew evaluation this

spring.

‘ . k3 a ’ /
Observations Within the School Setting

-

The latest observation of Sean took.place in the primary (K-7) classroom
Within the special education TMI-SMI Canter ‘in February this year. The
children were gathering around the table with teather and aide for a language
session. Fifteen minutes Wereggpgnt on the letter L using pictures and
" printed words starting with L. . Sean ,quickly- seated himself whegethe teachér
aide summoned the children tp the -tabie. . He smiled, Taughed and interacted
in a.friendly manner with the others at: the table. H 'kept his eyes on the.
aide responding t& the cues‘to repeat words or identiig pictures. His .
identification of pictures was accurate, but thé aide would need to remind

-, him to use "1" rather than "w," e.g., "leg, 1, hotbggg, W, Sean." He was

not wearing the corrective glasses and 7t was observed that he 3khibited an
exaggerated hard-blinking periodically during this -exercise. c




.
’ c ., e - . s
Ls . L4

.For the next fifteen-minute period the children were asked to draw
lines between matching pictures (and words) beginning with "1,% e.g., lamb,
* leaf, etc., The teacher aide was also stressing the left-to-right process .
in drawing the Tine.. It was noted by this observer that the children also <.
had the appropriate Tetter printed by magic marker on the tops of _their
hands. 1t appeared that Sean was not quite sure of what was involved in
accomplishing“this task. He weuld study-his owg paper quite intently for .
a few seconds, attempt to draw a line (without matching apprepriately), .
observe the teacher working avith other ch*ldren, then'make another gitempt ¢ . .
to draw'a Tine. He was using the 1eft—to;r}ght process about half of the- .
time but not getting the Tines complete hor’was he accurately matching the-
pictures. The teacher then proceggled to give Sean individual attention -
and assistance. However, when she left, he did not continue the activity: Cps
-in an appropriate manner. He bedan drawipg circles and reversing the pencilig
from the appropriate way of holding to a full-hand grasping method, holding o
the pencil in straight-up position. The teacher handed out cut-outs'in the *
shape of To1lipops for the .children to take home for parents to, see the use
of "1" was being worked on that day. /Mfter this exercise the children were .
told it was time to get their clothing, pick a spot in the room and get
ready for the school buses. ‘ < . ;
Sean seemed te need a good deal of prompting to "get into" the preparation
process necessary for getting ready to go bome. In fact, the observer timed
Sean and it took him 22 minutes, much encouragenment and reinforcing*from
-the.teacher and teacher aide to finally gef inpto a snowmobile-type one-piece
snowsuit, boots and mittens. He would yell for the teacher aide not to
read a.story (by the door) until he got there, biit would make no attempt
to hurey- the process of getting on his boots by himself. Once the task
was finally completed he still stopped at the sink; made somé observation
and was reminded by the teacher that the story was going to get started
if he wanted to Tisten. ‘ )
After the children left, the teacher and aide answered the observer‘{ ' .
questions and discussed the areas of greatest development for Sean this
school year. His expressive Tanguage is improving. He puts more words
. together and uses more words on an overall basis. He receives one-half
hour of speech twice a week. His small rmotor ceveiopment is still lagging |
in Laome areas,.e.g., pencil-holding example. Sean's greatest improvement
is in.the area of self-help skills. He is becoming more independent,land
is turning away assistance by staff and peers more freaquently in areas of
personal cane such as tooth orushing, toiietingy.etc. In the past coupie
-0f weeks he has begun dressing himseif for tne trip home with less actuatl
physical assistance from teacher and peers, but does need & good deal cf
verbal encouragement, reinforcement and reminding. .. :

4
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I1.” The Five Mafb#qproVisionéibf the Law
as They Relate to the Gilbgrt Case o,

. : , ., @ Wt
Rrotection in Evaluation Procedures oL
- TN g Sy
L ! Sean has been seen by both medical and educatfonal specialists during
*,Jmost of his 1ife. He has, had two major-series of evaluations, at age two

A
1Y

and four, to determine the extefit and naturésqf his handicap and tp dé;grmine~"§
his.most appropfiate educatioﬁél.p]acgmenti'f{hese tests were-canductedsby - -
staff at thé‘universi;y brogram'agd by the 1ﬂ%eﬁmedigtefeducationa].qgency's R
. centerfsfor TM{ childrén. Evaluations appear “to -have been individuafly . e
designed for Sean and fully comprehensiygi,certainly, Mrs. GiTbert feels "~
very comfortable with°the" way in which ‘they ware conducted ang with- the
informétion thay yielded about Sean. ﬁEva]Ué%ions“qu evaluation procedures .
Ain other‘words, have not been.an issye th “the Bilhert case’” nor have the — ** -
protection provisigps of the Taw.been—required fg{593gn in his parent's view.
. - -3 ¢ ’ ., -, T e
As with-most of the other famii%es in the ‘study, the Gilberts £2el
comfortable in theif assocjationsswith pfbfeésiongjs: Mrs. Gilbert had.been
closely asspciated with the unﬁversity‘hoSpiQal, and has used#its skrvices
Lgeasively for her family. It was through the hospftal Staff that she .

2

becqme acquainted with services-for hardicapped.children: in the area. ==,
Another strong influence for Lodann has.bBeen the county-visiting.hurse,

" who participated in gan's first EPPC and was instrumental in’1inking Sean's
mother up with the pZiva¢e prescﬁbo] program. In other wqrds, the Gilberts
are accustomed tp asking for help and getting™it. Such- steady support and

. Quidance have undoubtedly heTped Mrs. Gilber accept, thé resdlts of ‘the
evaluations of her son. In interviews she displays an unusually rglaxed,
accepting attitude about her son's limitations. This attitude; Qoweuer, is
not to be confused with apathy, for Louann definitely feels she 1§»actﬁvg1y
involved in ensuring that ;gan receives proper evalyation and attentiomyy”
and the best educational placement possible. T

. . p

Procedural Safaquards: . * - <
’ ]

+

”~ ' . . -
) As has been reco®hted earlier, Sean has had three EPPC meetings, to -,
which.the Gilberts have raised no objections and with whose conclusions they
have heartily agreed. In other words, the somewnat isolated rural school.,
“district in wricn the Gilberts Tive nas srown, sirce 1977, 2n intent ¢
conform in 1étter and spirit to the state (and .Federal) Iazfin the GilBert
f

action.

éﬁfeasé, and the procedure has operated to the Gilbert's sati

. ~
It appears that up to the.present the provision relating to procedural
safeguards has had a strong and positive impact in Sean's case. Part of
-this positive impact has been due to the.essential agreemerit between al1 .°
? participants as to what needed to be done for Sean, and to Mrs. Gilbert's
basically accepting attitude. But theére is”also a, small-town, neighborly
v flavor to the way in which placement recommendations have been considered -

@
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'anq\sd‘borted.(in hontrast, say, to the spmetimes harsh conflicts of ‘the

" Kingsley cdse, also occurring i small xgwn in the present study). The

schop? distr#ct fas been willing to go out of its'way to provide transpor-
tation to the private preschool program (a station wagon and driver to pick"

.up S&dmand drive him to school and pick_him up again), becausé that was

°

.tion) has. been appropriately individuali

- by the private

the most appropriate placement for hin. .™his instance reflectg.a sense
portfayed in thé~EPPC documentation and in Mrs. Gilberé&'s recollections of
the procedures followed,- that the intent of the law to consider Sean's
individual needs and recommend what might be best for hin® was implemented

ip his’ case. b ow
¢ - h [ \\ . ‘ &
Individualized Educat®n Programs (IEPs) ) o

.
1 4

Again, there appears to be no questidn that programming for Sean
(both in termsof the selection of progrgge options and of their implementa-
.= Although . individualized
eﬁucatTEnuplan§%$€}e not formally writtgn, out for the school district
breschool progrart in 1977 -7% e preschool teaching staff

_ used théir own version of instruments for developing and assessing.goais

and objectives for Sean,sand discussed their plans and Sean's performance
with" the parents; both in school and throuah geriodig home visits. At -the
current setting in the TMI center, one IEP was devéloped soon after Sean
entered the program, and Mrs. Gilbert participated in its elaboration.

Louann understands- that IERs have become a standard” procedure for Sean;,. .
she feels they will hélp her understand what the "experts" are doing with her
child, and what kind of progress he s making. As long as she continues

on ghe afternoor shift where she works, she will be able to attend meetings.
She has observed Sean in his current classroom and is content with the
curricuium and Sean's obvious progress. -

The law, in short, appears to have had positive 1mpaét in producing
appropriate individualized programming for Saen to date. - g

Least RestrictiQe Environment

-

To this point, the LRE provisions of the Taw have not had much impact
on Sean's case, principally because few services (only speech therapy) have
been available for Sean in the Toc&l educational agency. , On tne other hand,

Jlocal scrooi sta®f nave peen willing <o suszort tne orovision of most

appropriate services for Sean outside the locai area.

Due to the Tack of apprepriate programs in his own schopl district,
Sean has been serviced by programs located a considerable distance from his
home. There was not much available to the Gilberts, or so it abpears from .
hearing Mrs. Gilhert recount the history of events. She was referred initially
to the infant program by. the doctors at the niversity hospital when Sean
was two years old. She was Feferred to the %?1vate preschool, ‘which had a .
mainstreamed program, by %he county-visiting nurse. She has not really

-
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questioned whether or not the placements were in the least restrictive
environment, but whether, in fact, they would be availabie tdSean at all
due to the distance between home and the programs. SRe began the_sch
year in September of 1977 by driving Sean about 20 miles to the private
preschool and stayed until it was time to bring him back home, and continued
to do this until the EPPC in mid~October, when the local schoo] .district
took over the transportation both financially and operationally.

Mrs. Gilbert seems:somewhat uncertain as to wha the Tocal school
district is doing about p]zyning its own program fortﬁhq1dren‘1ike Sean.
As far.as the LRE provision relates to Sean, it appears‘at this writing
that the Tocal school system is not offering any options to choose from
and the mother has decided to stay with the TMI classroom. A major jssue
will arise if Sean makes considerable gains tha® will put him beyond the
-range of the TMI settihg, into a pdsitively identified EMI range. The
least restrictiveyenvironment may at that point become an issue given the
lack of services%§tgghe Tocal school district Tevel, unless the district
does develop some phograms in the meantime. -—— e —

- ¢

¢ . h

[ N
Parental Involvement 4

There has been no breach of any of the requirgments under this provision
in, the Gilbert case.' The Gilberts have not felt it necessary to refuse
consent for placement and they have been notified of and included in all
EPPC and IEP meetings,.as well as the evaluation meetings and other meetings
relevant to Sean's educational placement. ’ -

Mrs. Gilbert's involvement outside of the actual placement meetings
is perhaps reflective of the rural area in which they Tive. She volunteered
to serve on the school district's parent advisory committee by the local
school district special education director. ohe stated that the purpose
of the committee was to attempt to monitor what is going on in the way
of programs and decisions ‘in relation to the, handicapped chiidren in their
area. Mrs. Gilbert was also informed by the  Tocal school district special
educatign director of an advocacy training program being conducted at the
county intermegiate scnool district pffices. The advocacy program wad
funded through a Tocal university program. Mfs. Gilbert felt at first
that she did not need to“take the course because she had not experienced
any problems and did not know anything about laws, etc. But, in retrospect,
she is glad sne knows wnat is 20ing on and wnat sne can ao about jt. “rs,
Gilbert was not certain about now much sne actualiy learnad from the
training course, but it became apparent during our interview that she would
know how to obtain services for Sean gven if she moved to a strange area.

"Well, I didn't have any problems getting him into school.
Then they--in those classes--talked about people having
all these problems. 'I thought--God,. I never had any, I
wonder what they are talking‘about, you know? I assume

* it would be very helpful to a Tot of them because, well,

%
" .
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some need. it more than others.. Some school districts

are squabbling, some don't_provide as much as others,

some don't have it (placement) and some act 1ike they

don't want to provide it."

Mrs. Gi]bext's.sister lives in the northern part of the state and has
shared. information concerning the difficulty of -obtaining special education
services in that sparsely populated area. Mrs. Gilbert stated:

““We'd like to go up north and live, but I don®t think
“he'd have, the benefits that he has here--you know--the ‘ §

little one (Sean). ]'d havé to go up there and wage R o
war. I have a funqﬁ feeling I would have problems. :
They'd probably wis ,they. had never heard of me."
» o
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"III: :ﬁ;jor Issues in the Gi]bert'Case

IS

P

- .In the preceding sections of this document, the relevant impacts Yof
the law and related issues were documented for éach of* the five major
provisicns of P.L. 94-132. This section presents another way of locking
at notable features of the Gilbert case, features that .cut across the
major provisions and highlight ,areas in which adherence to the &pimit
or intent of the iaw does not necessarily equat adherence to its letter.
These areas also represent aspects of the present case that the researchers
wi]]zcontinue to follow up and explore-in greater depth in the ‘future. °

¢

-y

. : .
/. : ;
. .

Ongoing Placement

A

Several issues in Sean's case make his onaoing nlacement uncertain:

Fot instance, the locaTschool district promises to design a prooram that
Sean wiM “aualify for" if there is’a large enough number of.children. It
is not certdin that Sean's premature birth and Tater tase §§?~,ﬁngit15'.

. is the sole cause of his developmental lag. He isqhqu;six y&4drs, old and
has time to outgrow some of these lags aiven the uncertainty of ‘his proaq-
noses* He€ is already showing gaind, in lanauage acauisition, self-help 3kills
and independence. His classroom teachers are recuesting a re-evaluation this
May to determine the extent of -his progress and what it means in the way of
placement for Sean. It is mbt apparent 1f this re-evaluation will place
Sean .into an EMI setting or simply move him -forwaf® at Dhe TMI center he N
currently attends. How !rl and Mrs.-Gilbert view any progress or significant
changes in Sean's development and subsecuently, any‘needed.changes in his
placement will be of-major importance to this case and 111 be reported in
a future update to this case. . Lo . B )

+ . “

"Facing the Reality of the Child's Handicap . 4 s e

. , \ ) s . \
Sean is a Very attractive Tittle boy-and-the baby of the family. In
the next few-years.fie will outgrow the cherubic 1dok and nature hat ‘he has
now, however. . And, while nis siblings nave nad soeecn oroslems. bu‘ no .
other obvious handicaps, Sq@'s prognosis is more uncertain. If he doesn't{ .
make significant gains, ﬁijISamily will have to Hea]fhith,the reality of his
handicap. Rightynow, it,is difficylt to make anv judcments about this
family's future attizudes becauss ¢f al] the uncersainties invelvad, But
this does appear to be a very resilient, non-flappable family usea tp .making
*the best of things and moving -on. S . .
' T ) . .
- . * \
K ~ 5.

_ Economic Costs - LR - -

’

[ “ ’ ) © \. o
To-date, Mrs. Gilbert® has been an astute .consumer of services needed.
The Gilberts have had no undue exnenses in relation to Sean“s education’
up to this point. In fact, Sean's placement in"the fivesday Qublic school
11 "cénter has made it possible for Mrs. Gilbert td returh to the work forte.

14
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" I. Introduction _ .

- . t

"Brief Case Sketch

4

. Patricid was born in Hay 1973 to Trgky and William Qliver. Tracy .
was 16 and William 18 at the time of Patricia's birth., Tracy's regnancy -
was_comblicdted by maternal toxemia in the last trimester, but the delivery T
was normal. At-birth, Patricia evidenced both signs of muitiple congenital
anomalies and organic disease. It was clear from birth that she would have
special medical and educational needs; 'and, as her case has developed, this
early prognosis has been confirmed. Over her six years of Tifey Patricia .
has been through three major operations, a host of examinations and evalua-
tions, and has had intensive service invoivement by different professional ~
groups. - . ’ ; .t :

1 . ' !
Patricia's family Tife has also undergone several disruptive changes .
s+ over the past six years. Uer biological father, 4illiam, had 'grand mal )
seizures whicn Tracy feels played a major part in his exhibiting serious :
telmper flare-ups. It was during one such flare-up that he tossed two-

month-otd Patricia against a wall and threatened Tracy-with a knife. This

event resuited in Tracy taking Patricia -and -returning to her parents’

- home, and ultimately endirg <ne marriace to.William. Mhile Patricia did
not suffer any real physical damage’from this treatment, Tracy says, 1
wj]] always wonder what that did o her emotionally." Tracy stayg?’with
her parents_for over a year. After. her mother's death in October 974,
Tracy_marriaﬁ for the second time, took Patricia and moved to a squthern
state'with her new husband. However, this marriage was short-lived also and

. Tracy reports she was back home in a month and moved arouad a lot unti] sne

. married Kevin Lambert three vears later.- Tracy describes this deriod 4n |

her-1ife as "mixed-up and confused, unsettling for me and for Patricia." , - I

i

.,

Tracy and Kevin have two yeung sons born in 1977 and 19 9.Z The oldest .
soh has problems with se{zures when he suffers a high temperature. He was -
on phenobarpital for a year. The youngest son had some bowe! problems during |
the fall of 1979'tut is now fine. Kevin Lambert, at 23, vedrs of age, is a . :
very concerned and sucportive serson wnho nas srnodidéred tng burden anc g
responsibility of Patricia's care ana treatment equally wifth Tracy. He is °
also quite comfortable in the care and nuturing of the infant and toddler.

Until the recent rath of lav-offs =t the local automobilef manufacturing. .
plants, Kevin was e~ciosez cn a srocuc=ion Tine 2t one of the mall nar:s
piants. STnce nis Jay-off Tracy nas sigried up at treir Jocai scnooi district’ss
transportation ofiice as a substitute bus aide on the special- education bus
route. . . . R

-

. - - \
1Throug__hout the case study, Patricia wili continue %o te identified with’

the last name of Oliver, as her step-father, Kevin Lagbert, has not formaiiw
adopted her. Her.mother’and step-father are identified as the Lamberts.

n
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. While the Lamberts %Zve not had the benefit of a sound, permanent
financiﬁ] status, tney have not had to absorb a great deal of the medical
or other.expenses relevant to Patricia's handicaps. They moved from theijr
mobile home this winter into a small; compact, neatly kept bungalow just:
a short distance from their former neighborhood. Kevin stated that this
house belonged to his famjdy\gnd he arew up there. Patricia appears to
have adjusted to this move quite well; as Tracy said, "One thing sHe's
used to is poving." This couple Haveé Tittle in the way of respite care LN
for the "threke cnildren, It ﬁs difficult to hire a sitter who is willing to
take care of-a child who is handicapped, Tet alone add two more under three
years of age. Tnis means ‘thdt Tracy aﬁg Kevin are confined at home, rarely
able to get away without the children. Lack of funds due to the current .
Tay-offs simply compounds this young family's problems and frustrations. .
Given these cirtumstancesg the warm and lToving environment experienced while
visiting in their home { considered to be remarkable by this observer.

- . S -

A Chronglogy .0¢ Contacts/with Institutions and Service Programs
; : g *

A description of Patricia's ohysical condition at birth, as deseribed
-in the report from the Department oF Pediatrics at the nospital where she

- was _born, will allow thefreader™o more fully,understand the extent of this
child's handicaps ano resultant chronoiogical” history. - In spite of the
complications the mother exhibited during pregnancy (toxémia and vaginal >
infections) the delivery was uneventful. QC apgar at 1 and 5 minutes read

at 9.

. ‘ . . \

The infant was examined in the newborn nursery with the foliowing
conditions being noted: estimated.ges«ationéi aae, 20 weeks; weight 6 1bs.
14 0z.; transient nypeg) ycemia requirihg suppiementai infusions of giucose;
ears bilatera¥y low set with marked igﬁpjea¥ deformity, lacking both in
cartilage and. soft tissue structure,/external auditory-canals covered, btt
bath canals present; left ear affected byt to Tesser extent; shape of head
was rather unusual with marked asymmetry,and flattening of the posterior
right side; eyes were microthalmic in nature: hypopiastic thumbs. bilaterally;
syndactvly ©f the second and third toeé'bilﬁ%era?1y.

\ R

Within 21 hours of’birth Patricia develooed hyperbilirubinemia and was
treated briefly with phototherany, She was also treated ‘With penicillin and
‘kandmycin for syscecwen cengis, Suring tne folleowing six/ azys sna was seen
by Ned%osur:ery for- cossis’e encespaiocate (anicn was necativej; plastic
surgery staff to evaiuate the ear anomaiies (recommendations to foilow and
re-evaluate in one year) and a chromosome test was run (46 xx Karyotype with
an unidentified extra fragment). At age ‘seven days, she was dise¢harged from
the hospital. - .

*On June 29:21973, Patricia was admitted to the hospital at five weeks
of age with a diagnosis of right uoper lobe pneumonia and bilateral conjunc-
‘tivitis. "A cardioviscular examination revealed a systolic murmur' and a
diagnosis of congenital heart disease. She was releasea on the fifth day, -

“

.
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Much of what happened to Paff}tia over the following vear had more to do
with the upheaval in ner mother's iifa, Tracy says that other than routine
doctor's appointments, sne attempzed o deal with Patricia's problems on
ter own. She recalis that Patricia could not hold up ner head, sit-up,
crawl or move on her own. -Tracy tried exercising Patricia's arms and legs
and when she was ‘not attending to hew, Tracy's motner, a furse, was.: By
the fall of 1974 Tracy was pronpinngatricia in a waiker. So, at a year-
and-a-half, she was sitting propped ana began using her. feet and legs to
propel herself while in the waiker. ' ' .

v .

.At the recommendation of the doctofs at the eve/ear/nose and throat,
clinic, Patnicia“was seen Dy an ontholmologist and he prescribed ey€ patches
to remedy-the wedk eye -muscles which prevented Patricia from using the eyes
together.  Tracy says she did this for “"about a year, tnen quit as it was

a hassie and she, seemed to be better." It #as also during this period of
time that Tracy lost her mother after several heart attacks, and she ‘marriea
and divorced for the sécond time. It was obviously a gray period for both
mother and child. .o .

v, .-

At the age of twa/(in July, 1975) the university's audiology department
conducted an examination of Patricia; the results showed moderate hearing
loss on one side, and moderately severe loss on the other. Because her
visible anomalies inciuded deformities 1in both ears and cranial f1attéﬁing
on the right rear side, the speciglist referred Tracy to the local chapter
.of a society for heiping crippled children to explore the possibiiity of .
providing Patricia with a bone conducting hearing,aid. Meanwhile, he recom-
mended trial amplification and. ¢ontinued testing, sneech therapy .and further
examinaticns by an otorhinolaryngologist and an opthalmologist. Speechr
therapy had alreaay been initiataqg by another devartment at the university
in January of 1975. ©roblems in gross motor .coordination, eye contact and
both recentive and expressive language were identified during tnis time and.
"were being worked on in therapy. On the basis of recommendations by the e
speech’ therapist, the family was &nroiled in an infant stimulation program -
run by the unjversity that had a home visit component. It was unfortunate
that no home*wisits were made during this program due to the unsettled state
of Tracy's personal life. They did  develop a home program for Tracy to
work on betweert tna scescn “herasv sessicns. Datricia was to attend the
therapy sessions at tne universizy fouY Gz2ys 2 weex, TWGr NOUrS a cay with
one anc one-half hours involved in a group ‘situation and one-half hour on
an individugl basis. The—finaT‘s&mma(y prepared in December by the speech
therapy staff cited excessive apserice$ and fack of home visits as a proociem -
in treating Patricia. . v . T S

<«

There was#Pittle evPdence of’vjsiple’imorovemqgt in expressive language,
although Patrjfia-give signs identifying,some commen object nouns and inter-
preting some verbs correctly. She would stare at shiny pbjects far long
periods, of “time but not make eye contact with the therapist., Tracy maintained
that this speech~therapy was not enoligh, that Patyicia needed more. ’

. . w | .

.
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"They just kepﬁ doing the same. thing over and over, no
‘wonder she wasn't, really learning anything new."

In March of T976,'when Ratricia was almost three, the university
tested her once again. “ Based on these tests, Patricia received the first
stage of corrective ear surgery in’ April. The plastic surger® would '
Create an-ear that would aliow the support of a,bone conductor hearing
aid. By late fal] of-1976, Tracy had made a-decision to put Patricia in

" @ preschool program. She talked with the director of the Tocal school

district's preschool "program and the_local special education director,

- andywas referred to a Tocal private mainstreamed preschool program. She

enrolled Patricia in this program for December of 1976.

The Tocal school district conducted the first EPPC meeting for
Patricia in March of 1977. As the records show, placement for Patricia
was not the issue at that meeting. The discussion of the_group in
attendance'centqred on clarifying goals for the child and on strategies for
meeting these goals and evaluating brogress. CSpeech therapy continuea,
'but progress was extremely Timited; little adaptive change was noted in

* Patricia's behavior in the private preschool program. Because of further

impending surgery (and the possible changes it might make in Ratricia's

1ife and behavior)-and because of the.nead felt for further evaluation, '

the committee's main recommendation was to meet again two months later.

In April of the same year, Patricia went into the university hospital again

for corrective heart surgery. Complications forced a long stay and a return’

to the hospital three weeks later. In June, extensive medical tests on

Patricia's postoperative situation were conducted, Teading to a diagnosis

of subaortic stenosi’s and a recommenagation that Patricia's physical.activity °

be strongly. Timited upon any,signs of fatigue, with a further recommendation

for prophylactic use of antibiotics in case of any future major medical or

dental intervention. ' yo
<. The university hospital's psychology group conducted a psychometric,

evaluation of Patricia in June 1977 (age: four years). The evaluatjon

showed ‘Patricia to be functioning overall in the moderately-to-severely

impaired range of intelligence, and produced the recommendation that’sne be

placed in a seif-containec enviranment for mTetaraed cnildren. In-spize of

this recommendation, Patritia continued in the mainstreéaned private pre-

- school setting during 1977-78; the preschool teachers and Patricia's fiother

L

agreed that the setting deserved one more trijal. .

‘the intermediate e
mentally impaired

cational agency's facility for trainable and severely
ildren, following ujon an evaluation by that facility's

A second EPPCdEeeting for Patricia was held in the spring of 1978 by
d

’

" . staff of Patricia's needs and capabilities. Speeth therapy semvices had
- again been provided in 1977-78, and again showed progress to be Timited.

The teachers at the private preschool program, meanwhile, had noted,that
Patricia required more individuaiized special attention than they could
reasonably provide ih a mainstreamed environment, and that somg #&f the other
children in the environment .were beginning to react toward Patricia in an
increasingly stereotyped way (mothering)her and treating her as-a.baby)




’

that was not helping her grow. = A unanimous recommendation resulted from the
meeting that Patricia be placed in the center of trainable and sévereiy¢l

mentally impairéd children. Upon Tracy's agreement, this recommendation
carried out. . . ~

was )

Patricia is currently (March, 1980) placed within this center in a

pre-primary program where she receives speech therapy, ohysical therapy and
a range of other seyvices for the whole school day, 9:00-2:00 o'clock. She
s bused to and from ner home to the center. In December 1979, Patricia
was seen by the cardioiogist who feels she is doing well and should be limited

. only by her level of fatique. In February she' was seen by the opthaimologist

who said the eye muscies nave strengthened and it appears there will be no

‘need for corrective’ surgery. He did request that she be checked every six

months until she can respeond verbally to the tests administered. During the

second week of March, Patricia wes seen by neurologists at the Pediatric

Neurology Clinic of the university hospital. She wad given an EEG and ‘an

EEG-Barre. To date, we only have the resuits of the EG, which offered

evidence of slignt brain damage. The two.doctors, according to Tracy, stated '

that Patricia evidenced Some autistic pehaviors and nave put her on two milli-

grams of valium a*day to decrease her hyperventilating apd hyperactivity.

They also suggested that Tracy try to discover what anti-nausea drug sne was

taking during . the first weeks of her pregnancy.. :

[
»

During a conversation with Patricia's classroom teachery she stated that -
she and the speech therapist requested a re-evaluation of Patricia's hearing
with the thought of an EPPC this fall to determine the appropriate placement.
for Patricia, such as a total hearing impaired program or a shared time
program. -She feels that Patricia is showing signs of progress and it is. time
to reassess her abilities and nossibilities. AL best, it is difficult to
determine the least and tre greatest of her hanaicaps aiven all the circum-
stances surrounding her brief six years ana nine months of- kife. .

’
° N

) .

~Observations’ in the Classroom Setting S

S Patricia was observed ﬁﬁ'Decembgr 1979 durina music physical therapy,

. group activizv and snack time. ne ¢lassroor Tealner 3soent time witn zre
|

researcner describhing tne purpose of ali the adtivities observed,, the goals
~ set for Patricia and the-gains they felt she had made. Patricia at no .
time initiated any interaction with the other-children. .She needed a good ¢
> aeal of crocozing anc enccuragemeny T0 =T InYnivea Syt casneared T0 &nicy Ine
music. Some signing was used 5v tne stait out A dic nct see Patricia use it ;
consistently. She used no real _dords durdng the entire morning.. The )
teacher reported that Patricia has gained a vocabulary of 6-10 word¢ which
she uses spontaneously, -but will not repeat or use them to respond to the
teacher's questions.- She does respond to verbal directions:* The teacher '
said the-signing is a supplement to Tanguage development. During“the ° :
physical therapy she laughed and squealed while swinging (which seemed to

1
]

be her favorite activity). She was made to sit down and rest -périodically. ™
e After each activity she would sign something. o )
* - - °, . . ) ’ ' * A Y )
. 99 10‘3




Back in the classroom the teacher said Patricia seems to know-when it

is ‘snack time regaraless of where sne is.and that she had been ‘sianing s
"cookie.” Being in a structured setting for the schoo] day (9:00-2:00)
appears to be having the hoped for impact. She makes eye contact more oftlen
and for longer periods of time, she 1§ going toward people more often and %s
beginning to, interact with her peers wnen they initiate it. She is beginnigg
to produce words. The biggest +issue is: should Patricia be ‘in a hearing
impaired program or a shared time program? It is difficult to draw any cut
and dried conclusions. Based on a half-day observation, however, and com-
pared to written reports from past programs--Patricia is definitely beginning
\ to- reach out. to the world around her, although cautiously. :

LY .
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AI. The Five Major Provisions of the Law
as They Relate to the Oliver Case

. .
"P‘, £ N » .

A . *

LN ’ !
. * . b, . -
oProtection in Evaluatjon Prccedures .

Insofar as availabTe information permits, our currept assessment is
that proper.evaluation procedures have been followed, and that evaluation
results were used in Patricia's placements. The parents have been presertt
during the many evaluations and the results have been discussea with them.
The main burden.of evaluation for Patricia ‘from 1973-1977 has been sarriad
by the varicus clinics contained within the university hospital. The one
exception 1s evaluations of speechtherapy sessions from 1975<1977 conducted
at anothe* university's speéch and hearing clinic. In 1978 and since, the

~‘intermediate school's educational agency for TMI/SMI children has conducted
its own assessments, and has al?B‘requested that the parents have outside
evaluations ‘conducted. ) ) S

-

P

Tracy and Kevin have done their best-to keep appointments for the needed
evaluations, the majority of which have been medical eva]uationﬁ related to
Patricia's eves, heart and hearing oroblems. The.nlost recent evaluation was
conducted attthe university hospital's pediatric neurology ciinic oni March
10th at the reguest of the s hool's speech therapist and classrogm teacher.,
Patricia was given an EEG and 'EEG-Barre test. These evaluation %esu]ts will

~ form a major part of the basis for determining Patricia's placemént in the

n
LS
[T .

_least restrictive environment this fall. . <4
~" . Tracy has signéd release of information fdrms for project staff to sib-
- mit to-the various medicat and education institutions to obtain thes records
necessary and relevant to the case studyé}\5$ﬁis our opinidon that insofar as
we -can determine their ¥ignts to ¢onridentia ity of records have nct been
violated.: It is apparent, however, that Tracy' and Kevin have not attempted
to request.any ofs th .records, ‘nor were completely aware of their .rights in
this matter. - ‘In a late fall 1979 interview, Kewin Lambert asked,

© "What rights do I have? “We've got a right to walk in that
school and Toock at har records, right?® . .

»

‘He- was unsure as to who ,had the right to decide when Patricia should bé
tested again. Obviously, both parents were unaware that they also haq the

right to request amendment of these records. -

Procedural Safequards : h

NF]

Patricia's case is another. in which involvement with evaluation and
service organizations have been extensive since birth. Identification of
ﬁatri ia as a child with.specia] need¥ was not an issue either fcr the
pareh%S or fqor the local school-district; nor was plafement an issue -in the

v e

-t
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Aruitoxt provided by Eic:
»
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. well as home’ program component for Tracy to carry out between sessions

- education.

first EPPC in early 1977. By the time Patricid's first EPPC meeting cccurred,
she had already been receiving services for almost two vears through the e
university hospital and th speech-and hearing clinic's infant/toddier
program. L. C. ' :
o~ .

“"We continue to gather mew information each time we_contact Patricia’'s
parents, especially Tracy, who will remember some othef/isoect of
Patricia's problems or services she received as we raise new questions
concerning the casg. As a result, documentary, evidence supporting these -
issues continues to come “in to our office. -le will continue to add new :
information at each case update. Our sense, tto date, is-that procedural
safeguards tosplacement and parental involvement do not appear to have been
at .Jdssue iq(PatHicia&; case so far. =+ ' .

. [

-
-

: .

Individualized Education Plan . ‘ . . o /

‘ N

-~ A good deal of Patricia’s.case fel] outside of the legal requirement
for written individual eddtation plans until 1977, * The university place-
ment in the speech and hearing clinic's infant/toddler program in 1975,
as well as the private preschool placement in 1976-1978, were situations
in which no educational agency. required written IEP records. The first

N .. ~ . - . - ,
direct,involvement-of a public schooi occurred in 1977, wePl after the
initiation of service delivery. -The speech ¢linic developed ‘a set of

goals for Patricia .and imolemented intensive speech therapy sessians as

at the clinic. Records_available from the private preschool program snow -

that teachers there used that eaucatisnal organization's own goai and*

objective-satting instruments o pian-activities Tor Fatricia in a nighlv

individual way. S ) ‘
The records for the 1977 EPPC show that creating ap aoprg;::ate apal-

set suitable for Patricia's neéds was & central cqncern--agair, evidehce

of individualization in attempting to make.cecisions cgncerning Patricia's

~a AV~ maSype ~ Mg e TR gy
Sggech anZ rearing Litnmiay TUI W

speciai eaucation director.-

~

[ Falalalel

CETar Eand  eC3i 3TnCsy Zistrics
L]

- ‘ . ’

‘Since the change of 4

Tatement tg the setf-contained TMI/SMI . cetting in
1978 (wmer Batsdc-z .33 Tiua . II0g ~iya maan Qereilzec o/ Tre Clatgeone
teacners, spescn ana Znysicai LNErapists, wWitn Goais peing pranmed ang
discussed with Tracy. ‘ : : ¢ .

— .
~ The available evidence, then, suggests considerable efforts were mzoe

by the various professignals and service organizations' involved in Patricia’s

case tdprovide inaividualized educational proarams for her and for her .

family. Initially, this individualization was at least partly aue to the

unique nature of her case and her highiy specific. needs: The impac® of “he

law can best be séen in this case in the explicit¢gpnauct of a major reviews

. '
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This EPPC was conductedewith staff from the orivate nreschaol., ~
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P . . | .
meeting aimed at defining goals for Patricia, and in the nature of attempts
since that date at fulfilling those godls and at preparing new IEPs for
Patricia. We would jiidge that the impact of this provision of tne Taw

is substantial. -4 R ' _ . ) : :

-
£
4

' Least Restrictive Environment

. -t

Proper placement in the most apprbpriate and least restrictive
environment is likely to be the principal issue ‘in this case in the future,
a]though\Patricia's’situation has not yet reached a sufficiently stable
determination to be able to tell, Certainly, Patricia's' current placement
is. most appropriate for her considerifg the availability of serviges in
the area in which she lives and current diagnosis of her educational- poten-
tial; and Tracy and Kevin, -overall, approve of Patricia's current setting.
But, as has been mentioned before, Tracy feels that once Patricia learns
signing (which has been a major thrust of her mg?ﬁ recent IEPs) and
setties into the use of her hearing aid, she will make more rapid pagaress "

part, feels that she would get mo
* could attend full-day instead of

out of nherm current placement if she.
f-day sessions. . Lo

in communicat;ée'skiljs and imher overall aevelopmént. Kevin, Ffor his .
X

Up to the presént the most aporopriate placement for Patricia has not
been an issue. Given the extensive nature of her medical problems, she
has had attention in clinfc and therapeutic settings, home visits, in a.
mainstreamedeneschoo1 environment and in a self-dontained TMI classroom
facility. These various options have been tried as long 4§ they seemed
appropriate, and decisjons to attempt other ‘options have received the s
support of all participants. The -law has helped by providing a forum, .
since 1977, for joint consideration of the options available for nlacement.
In summary, this provision has been adequately fuffilled in Patricia's case ,
up until the present: a continuum of placement options exists and has been
tried; reviews of placement have been properly regular; and mainstreaming
options “have been tried. That this ¥4% not been a major issue 4dn the
present case is due, in some ' part, to the fact that the local and inter-
mediate educational agencies have provided a forum for consideration of her
case and for making gecisions apout option se;egtion. It may oecome an

issue in the future. - R >

Parental Involvement ‘ ' -

"Patricia's mother and step-father display warm and Toving concern for
their child, and show every sign of being invoived in her development. In
terms of the letter of the law, as, far as currently, available information
permits us to estimate, Tracy has participated in E}PCS and IEP planning. - .
The private preschool program inciuded home visits and periodic consuitation:
between teachers and Tracy; she recalls reviewing the IEPs developed at the
TMI/SMI center that is'Patricia's current placement, producing copies for
project staff to review also. ’

* . A
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'Both the law and the attitudes of some of #He proﬁessionéls jnvd]ved

appear to have had a positive impac
Kevin,.ar oppertunity to be invqived in
child's placement and the implemen

her. They are just recen
to these issues.-
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aiving Tracy and, moge recentiy,” -
the decisions regarding their
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' HIT.  Major. Issues in the Oliver Case . - "R .
- : - ' ¢ weo 7 ’ . . T for
oL T L. T
- In an earlier sectioi-of this document, the imnacts of the law were- - é‘a
documented and discussed for each of the five major’ provisions of P.L. .
94-142, This sectior.presents another way of Tooking. at notable featurss

+ of Patricia's case, features that’cut across the majo¥ provisions and PN
represent aspects, of the case that®will be explored in greater depth in . s
the future.: _ » ‘ ~ N " >

1

As with a few, of the other cases in the present study, the situatdon -

- of Patricia OTiver is stild very much under development ‘and cannot be sai 3
to have reached stability. The tmpact of the law in"the current situat#dn .
of Patricia can be deffhed, but ?t,appe%rs Tikely that there-will be pther
impacts. - A

Our analysis'of this case, likewise, is still somewhat tentative.
Rapport, however, is-excellent-and, we exnect to update data cqllection as - °,
‘Tracy and Kevin are-able to:meet with us and "Continue to snare the issues .
surrounding Patricia's educational needs. g T

+

t ) . BN

. Ongoing Placement ‘ '

.- Patricia's mother maintzins that her child's tfue potential is $till .
an open guestion. It is true that adjustments are still taking flace that ‘
- could strongly affect assessments of Patricia's capacity to develop; ,if she’ ‘
makes favorable adjustments to her hearing aid and develops signing skilis, ..
her. placement could change radically. Ongoing pTacement and Patricia’s
adaptation and performance in her current setting are ‘continuing to. be the s
foci of invéstigation for tne- study. ) - . ’

Tracy exh%biteq_pmbivaience'ih”her'fee?ihgs about Patricia's plagement -
“at the TMI/SML center in a conversation in November 1979, ' _

Lhoo] she s in is_not -for the-héaring
impaired~, She is in a schooT for the mentally retarded - .
and mongeloid. I think sne.is in tne rignt piace, but .
"“ I think she would have caugh? up a’'long time ago if they e
. would have taught her the right things at that speech .
clinic program. - Sometime$ " wonger 1< pecocie lare ever
' going to. iisten to me. She is not fetardea. I tnink
she is behind because of surgeries ana everytiing. She
should have had propér plagement when she was younger, . : .
but they (speech clinic staff) wouldn't listen to me." - -

“You see; the s

4

t

In June of 1977, &t four years,obne month, Patricia was evaluated at
the university  hospital pediatric psychology department. Using the Cattell - )
Infant Intelligence test, she-was diagnosed as.a moderate to severely
retarded functioning child with a menta} age of 1 year,; 4.8 MOqths. This

/ . . . . .




diagnosis was discussed with Tracy, actording to the rebort. Kevin stated
Patricia had also been seen by a neurcsurgeon who said she had autistic-

ike behavior. He recalled seeing a special on television about autistic. s
. Children who spun plates. Tracy said that Patricia used to do the same
a thing. , . 4 R
\

Ironically, the doctor involved in, administering the EEG to Patricia

on March 10, 7980, told Tracy that Patricia showed only slight brain damage,
' had autistic behavior and should have a new evaluation at the pediatric .

p§ychology department this spring. He has placed Patricia on two milli- :
grams of valium a day to control her hyperventilating tendencies and . '/
hyperactivity in general behavior. It is hoped this treatment-will allow
her to attend more to teacners and parents as ‘they try to direct her 1n
learning situations. At this time the results of the EEG-Barre tests are
not as yet available to Tracy and Kevi®. ’

%

o)

This will dbviously have an impact on all those concerned in determining
. the Teast restrictive environment placement for Patricia and will be followed .
closely by project staff. . o -

\ -
> \ N . )
»

Facing the Reality of the Child's Handicap
S . 1

This is the other side of the placement issue. Tracy and Kevin's high

. hopes for Patricia may or may not be Justified, and may or may not be borne
out in her future development. The latest encouragement has come tc them
in-relation to the recent EEG results and doctors diagnosis of Patricia's’
"mild brain damage.". hat a new.psychometric‘testing will reveal, of course,
remains to be seen. Patricia's current ciassroom teachers and speech tnera-
Pist are encouraged by thé gains she has made since her raturn to school in
February. But they are using caution in their preditticns until all current |,
and future test resuits are in"and an EPPC can be conducted to-determine the
appropriate placement for Patricia for the 1980-1981 school year. *

‘

In the November 1979 interviéw,‘Kevin said very emphatida]iy} ’ ’

"I'm sure Patricia is goi%g to talk someday. She doesn't
belong in an institution, she beicngs nere at home. ‘' She

¥" can do’a lot for herself ahd let us khow what she wants.
I.mean it when 1 say she'll talk someday."

\,‘ . R 5 -,
_. Parental Awareness of Rights atd Options Under the Law

It has become clearer to project staff aftkr-severai interviews.. home"
vis#ts and phone contacts with racy and Kevin that they aré not aware of \
their rights and options under the law. To be moré specific, they krow .
the Taw exists, but do not know the extent to which it is designed to‘provide w
an appropriate education for Patricia and rights oﬁ.ioth child and parents. ’

-
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Kevin has asked us, "What are my rights?" Tracy had said,- "You see, the
school she 1is in s not for the hearing impaired.",.put she has.not pursued
that idea with any of the professionals involved with Patricia, or asked
for a change during an EPPC meeting. , -

+ Tracy and Kevin had a misunderstanding with the school staff during
January 198C, which got out of hand (emotionally) overnight. They called
project staff .asking. for advice and assistance. Tracy was so upset she
was going to pull Patricia out of school immediately. Their relationship
with school staff had been a good one, and the researcher involved with

[

. the‘family agreed to serve as temporary liaison between Tracy and the schoo)
'staff. - Three phone calls were made and the researcher accompanied the family

to the school. A calm discussion ensued, and the problem was resolved by
discussing some_optiors open to school personnel and the family. The
fesearcher was, thanked by both parties for being willing to play the role
of calming advecate for all involved--school staff, the parents, and Patricia.
3 . = ) i
Project staff feei that Tracy has shared a great deal with us
concerning her 1ife as a teen parent and with two divorces and the many
unhappy circumstances surrounding her before her marriage to Kevin.
Tracy has feltgput down by professionals on many occasions, and has had no
defense against %%gjr spoken, or implied, accusations of her not being a
"good parent." r account of an encounter in 1977 depicts what can
happen wheQ&g parent is totally unaware of existing laws or rights..

"1 Qethand saw the (local school district's) preschool and

saw she (Patricia) wouid not benefit any more by changing her.
They sort of hassled me about it because they were listening

to what the speech clinic person was saying. She (local school
district special education director) worshivped the arcund”that
clinigc person walked on. 1L knew different, she cut me down all -
the time. R .
When'I went to transfer Patricia she wasn't going to transfer the
papers. She was making me feel 1ike a child abuser. She said -

she (Patricia) needs more than thé mainstreamed private preschool,

she was angry. « said I «now, i3 w111 do until I Find a placa !

want her in. I don't want her nere. I told you and told -you that
you're teaching her stuff she,already knows and 1 yant her learning
how 'to express perself and Tet me know something. Jd*L\knqow when :
my childsis ready for something--1'17 get recoras if\] ‘have to

steal them. . .

When we had the EPPC T didn't want her there, but she was. Nobody
will ever listen to me." ¢

o 3 /
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Econemic Costs . .

Patricia has had a Tot of expensive medical treatment and educational
intervention.. Up to the present, medical insufarce and subsidized
programs as well as the intervention of the scpool district have sufficed
to cover major gevaluation and service costs fok Patricia, and -private
efforts of a local chapter of a society for cri Ted children have
provided additional funds for an expensive hearing aid. The parents
have not had major economic burdens for Patricia. Our future data
‘collection for this case will include closer inspection of cost issues
for this case, since the family would be placed under severe economic
strain if they had to cover any significant costs for Patricia's treatment.
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3. Analysis of the Findings S ? - ‘

Both major provisions of P.L. 94-142 chfsen for in-
least restrictive appropriate environment (LRAE) and parént involvement--
illustrate how historical experience, socialfzation or raining, and deep-
seated attitudes have .inffuenced the implemefitation of his law. Diffgrences
of opinion between parents and professionalslin our casds were often made
more difficult to resolve by'Y]) the strength of convictlion behind the
.differences, and (2) consciousness of rdles Wis-i-vis each other. Eventuhl
placement decisions among a number of our cases reflect the results of
considerable negotiation between parents and professionals, often continuing

pth analysis--

. <:,—*1WEF a period of years, and inevitably affectling the ‘continuity of educa-

tional experience for the children themselves,

In three of the six €ases.presented in this report, relative?y small

Tocal districts were either unable or unwilling to provide an appropriate .
placement alternative. In all three cases--Corwin, Gilbert, and Marshall--

only the fact that the children live in a county rich with services prevented
these children from being clearly inappropriately served. ! A11 three child-

ren have had to.bg transported to qther.districts in their county. 1In a _
related vein, three of our case children havezhad\ﬁoderate to extensive- r
experience in a self-contained special educatfion institution--Helen Farrell

in the county physica]]y or otherwise health impaired (POHI) facility,
~Sean,Gﬂberz and Patricia Oliver in the county center for trainable and.
severely mentally impaired (TMI/SiI) children and youth. The extent to which
these settings comply with the LRAF provision of P.L. 94-142 is a complex

and problematic issye.x i I« . . . T

Four of the children.in the cases presented are multiply handicapped. -

The difficulty for parents and professionals in determining which disability

to address primarily, how to design a program as close to "normal” as

possible, and under what 1abe1s'ton1ace the child for service-eligibility
purposes, is especially acdte for children with complex diagnoses. Even for

dur two case children with clearcut diagnoses, the social correlates of*

being handicapped (e.q., feelings ipvoked in non-nandicapped peers and

teachers) have complicated the questioﬁ of most approoriate environment.

-
-

Least Restrictive Appropriate Eanronmeﬁt‘
T ' N

~ This provision of P.L. 94-142 has proven difficult *o implemest both
because of differences in interpreting the meaning and intent of the )
provision, and because in many of our cases alternative placements repre- '
sented trade-offs, en ancing certain aspécts of the children's development

. at the expense of othérs. In this section of the analysis a number of the

issues tha§ emerged from our cases relating to LRAE will be discussed.

4  In three of our cases--Corwin, Ginerf, and Marshall--relatively small

local schdol districts have not been able to provide appropriate placement
optiqns for- the children. In spite of district staff promises that they
A . . !

-
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were develeping programs to meet the needs of these’children; in all threé
-cases these programs have not to the present been adequately developed.
Thus," available alterngtives have set the range for placements considered
“.locally in seeking LRAE. In all three cases the children have had to
participate in programs in neighboring districts, or in county-wide
facilities such as the TMI/SMI center. The children and their families
have had to adapt to what’exists, seemingly in contradiction of the intent
of P.L. 94-142. °

’
<

In Larry Corwin's_case, not only were he and his parents forced to
seek placement in the special education program of a neighboring district,

- but he was placed in an EMI classroom, in spite of the fact that his

primary eligibility category was EI. It happened that this setting was

an excellent one” Nonetheless, this placement Ted to a county and state
investigation of his home district, with the finding that it was the

. district's responsibility to provide an adequate setting for Larry, and .

" until the district developed one, or received a "deviation" permit from the
state, it was clearly out of compliance. The result of this finding was J/
that Larry's home district quickly developed an ad hoc program for him in
his home elementary schodl. More importantly, there was such resemtment .
of the Corwins' efforts to assure an appropriate program for Larry that the
year in his home school quickly became intolerable for him and his family,
and hé returned to the EMI classrdom. . - : - .

" In Sean Gilbert's case, there has been no conflict to the present over
his placement in the county TMI/SMI center. Nonetheless, this fald :
(September 1980) he has. had an EPPC Teading to a2 ghange in placement out of
the TMI/SMI center, into a reqular. school setting. As his home district
still has not developed an EMI program and other services to meet his
needs, Sean-must continue to travel to a neighboring school district to be -
educated. One difference between Sean's case and Larry Corwin's ,is that - '
his parents have not felt the need to insist that their local district
develop a program to meet his needs. In part this acceptance is due to .
their personalities; in part it is because they live in a county with a 1ot -
of services. They have accepted EPPC decisions and advice without E
" questioning whether the intent of P.L. 94-142 was being met.

In Barry Marshall's case, lack of appropriate local district alterna-
_tives has been only part of a much larger conflict over the meaning of
. LRAE for Barry. MNonetheless, his home district clearly interpreted the
LRAE requirement regarding provision of a continuum of services to mean
helping Barry find an appropriate piacement somewnere in the county, not
- providing it themselves. When the Marshalls thus getermined that a private,
integrated preschool was the most appropriate among the,a]ternati{es
discussed at-some of the early EPPCs, conflict arose over who would pay the
costs of transpoytation. The Marshalls felt that if the district was not
going to provide an apprgpriate program for Barry itself, it relinquished
to some extent its right to "dictate" placement to them. They argued, in
effect, if you're gojing to force us to look around the county for a place-
ment for Barry, at least be gracious enough to pick up some of the undue
(transportation) costs that would be entailed.

-
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The effects on our study children of dystrict inability or unwilling-
nesg to provide or develop appropriate programs for them have not been
espé&{a]1y harmful to the children; ‘there have been, though, clear negative
effects. on professional-parent relationships. Because the children Tive
in a county with a wide array of services,.their parents have always been
able to find an adequate program for them; dTthough sometimes based*on travel

_over long distances, The very abundance of services has in fact been the
Cause of the long delay in developing special education programs in certain
districts--neighboring districts.had those programs already.

More importantly,-the problem of small districts providing a range of
services to a small number of. children with a variety of handicapping con-
ditions should not fall on the shoulders of the children themselves and their
families. A number of the districts are involved in collaborative arrange-'
ments, pooling resources and each providing some piece of a total special
education program with related services. These arfangements are hy-and-

. large benefjcial, but they have one drawback. They are a disincentive to
districts doing all that is possible to see "that a particular handicapped
child gets at Teast a chance to be educated in his or her home district.
Staff become somewhat too ready to suggest alternatives far from home, with-
out at Teast struggling to find a way to educate the child close-by.

In a number of cases, difficulty in determining the cause and nature
of the primary disability affecting our study children has made determina-
tion of LRAE difficult. Four study children are multiply handicapped, and
three of those four have had dual or triple eligibility classifications,
An extreme illustration of why difficulty in determining primary disability o
can be a problem is provided in the cases of Larry Corwin and Barry Marshall. -
Both these children have at times in their history-been labelled simultaneously
as BEMI and LD--educable mentally impaired and learning disabled. These are
contradictory classifications and, by definition, it would be extremely '
difficult to be both at the same time. Larry, along with his other classi-
fications, has been Tabelled EI--emotiopally impaired. Barry, Tikewise,
has been Tabelled speech impaired and orthopedically impaired.
) An appropriate program for a child with a specific Tearning disability,
" is usually quite different than one for an ENI child. For ‘Larry, being ENMI
and EI has been resolved by providing a program with time in both classrooms
(as well as speech). Barry Marshall's case has been difficult to resolve.
It,is clear that, depending on how one Tooks at his needs, the kind of .
program developed for nim would be extremely aifferent. In his EPPCs the
placement and program options aiscussed for Barry nave often differed in
kigd as well as degree. For example, at his fourth. EPPC, options discussed
i:SQ;Qed a mainstreamed preschool classroom, a self-contained classroom for
learfing disabled children, and the local district's orthopedic room. / (Most
‘professionals and his parents have agreed on his need for extensive speech
therapy.) At a Tater EPPC, his sixth, the principal of Barry's h¥me school
suggested the newly opened EMI' room in his home school. .3

>
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The. question implicitly or explicitly addressed in program
planning for the multiply handicapped children in our study has gene-
rally been: what are the behavioral and educational impediments to :
optimal functioning that we want to attack? Basing planning on this .
question has 'helped educators and .parents sort out the compljcated
néeds of children like Patricia Oliver. This child's handicdps
include hearing impairment, speech impairment, orthopedic impairment, -
fairly severe mental impairment, ‘and moderate visual, impairment..

Two physicians te3ting her last year (1979-80 school year) even
suggested the possibility of autism. To the present, the rule for
providing a prqgram for Patricia has been optimum treatment for her
greatest defic}t. Until recently, thi¢ meant.a program focused on her
needs as trainable/mentally impaired and speech impaired. This

fall (1980), as a result of renewed testing, Patricia's teachers

feel that the key tounlocKing her intellectual potential (still
unclear) igsto focus on her hearing and speech impairments.

The specialized and fractional -nature of special education ser-
vices has' made provision of an appropriate .program and-environment for:
the multiply handicapped children in our study more difficult. Larry
Corwin, for example, would benefit from an integrated EMI/EI class-
room, where a broader rang€ of his.needs would be addressed in a
coordinated manner. As it As, his EMI and EI teachers take a-different
approactr t6 him, work with different educational materials, and have
different classroom environments. Patricia 0liver would benefit from
an integraged hearing impaired TMI classroom, at lgast transitionally.

rry Marshall would certainily benefit from a program organized to

<

» and focused on, a broader range of +his needs'.

Three factors impede the provision of more” fully. coordinated
programs for our study childrep.” First, the classification system
mandated pnder P,L., 94-142 tends to Jead EPPC and IEP committees to
choose among alternative environments focusing on different, kinds of
needs. Second, most special education teache¥s are trained&to focus
on oné, or at most two, handicapping conditions. Third, Tack of
resources orevents school districts from providing. "combined" programs
in the'continuum of services offered. Dual or triple classification
is discouraged in the districts in which we_have worked, usually
for good reason--the various pieces of the total special education pro-
gram are quite different from each other. Nonetheless, as the cases
of our study cnilaren illustrate, multioiy invoived children require
those dual or triple classifications to assure muitiple needs are met.
The pieces tend to be tacked on to each other, though, rather than
thoughtfully fit tagether. ' oo

A similar impediment to provision'of LRAE for our study children
has. been lack of.an institutional continuum in Placements. 1In terms
of institutional settings, our study chiidren and their parents
have been faced, quite frequently, with rather stark choices. Ortho-

petically involved,children, for ex%mple Helen Farrell, have been
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, faced with a-choice between the county POHI center, where they would
have no contact with non-handicapped peers, and a feqular classroom,
where they would haVe Timited or no contact with other orthopedically
involved chjldren and POHI trained teachers. Mentally impaired children
in our study have been faced with the choice between the self-contained
isolation of the TMI4SMI center and an EMI classroom in a regular
school. There is no TMI/SMI setting in the regular schools; thus;
parents have reluctantly chosen the isolation to have access to the
MI/SMI services. . : g
- " There is thus something of a quantum Teap in institutional
settings from+largely mainstreamed to totally isolated. In'classi- .
fication terms that leap is from moderate to severe impairment. —The
need for settings bridging\that gap has begun to be addressed in the
county; for example, a new POHI facjlity is being built, attached to
a regular elementary school and close by middle and high schools.-
To the present, the county, POHI center has been ruled administratively
as something of a separate fiefdom. - It is hoped that this instituti
integration will lead to greater administrative coordination between
special education and regular educetion. ’
The lack of a continuum in institutional settings makes pro-
vision of LRAE to children who fall in the gray area, between degree .
of involvement categories, more difficult. There has been‘a certain .
chizophrenia evident in the Programs of those of our study children
andon't fit easily into categories of moderately impaired or severely .
impaired. The frequent reliance oh and push for “"shared time programs,"
most clearly seen in the cases of Helen fFarrell, Barry Marshall,
and Joseph Edwards, and to a lesser extent in Larry Corwin's, re{]ect-
lack of consensus on degree of impairment and the effect of tha .
impairment on each child's total functioning. When part of a child's -
program reflects a bélief that he or she can function pdequately with
non-handicapped peers, and part totally isolates a chi™M from those
peers, placing him or her just with handicapped peers, then that child
does not have a truly coherent,educatfonal environment. An alternative
school and classroom setting 7épropriate to the whole child--strengths
and needs--would be less restrictive for at least.a few of our study
children. . - ' . BN

. .

. . . ¢
The seemingly complex programs in which a number of our study -
children find themselves--shuffling from regular classroom, to EMI.
room, to speech, to EI room, bapk,to EMI room, etc.--provide an
indication that the scnools in “his part of Michigan are struggling _
to provide programs that meet the full range of handicapped children's
needs. What,is happening is' that pieces of the special education -
syﬁtgm‘and the regular education system are being grafted onto each
other, with the mandatgs of P:L..94-142 being the 'glue that binds
them together/* ?he most, apprepriate environment for most of our
study children is i’ an educational world- somewhere between the two
systems, ‘ahd that world is still in the'making. - )

Ll
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At the extremes of the two é;;tens are the totally self-contained
special-education faci]ity—»such a$ the county TMI/SMI and POHI '
centers--and the regular classroom in whieh the special heeds child
is sometimes placed full-time. (hder what conditions do these settings .
satisfy the Tetter anqggﬁtent of the LRAE provision of P.L. 94-142?
Patricia Oliver and Seah Gilbert have .had almost no contact with
non-handi capped, peers during their ténure at the county TMI/SMI .
center. Yet, observing taem, one doesn't feel they'are,in a restrictive
environment.’ That setting-has seemed appropriate in itself; it §s
when one thinks of the social worid outside the facility that the
restrictiveness of it is apparent. Yet the staff at the center are
. warm and caring; they make whatever attempts they can to bring the
outside world im, and take the children to the outside world; and they
sée their goal, in many cases, as moving children toward normalization.
For example, Sean Gilbert moved this. fall out of the TMI/SMI center
into a regy]ar school setting. S
o Joseph Edwards" experience in the regular kigdergarten, with
“only speech therapy services, suggests that-even for moderately to
severely involved childrén--Joseph has Down's Syndrome--full-time in
a@ regular ciassroom can be appropriate.: Yet the experiences of
Helen Farrell and her parents, and Larry Corwin and his parents
illustrate thay both those extremes in’setting can just as easily
be restrictive and inappropriate enviroriments. As will be recalled,
once the county POHI center "capttited” Helen, they wanted her full
program to be there, eyen when there was clear evidence that she
thrived in a mains¥reamed setting. It is the poljcy of the POHI
center administration not to encourage, orthopedic;11y involved children
to participate whenever- they .can in the regular schools' gprograms J
In Larry’'Corwin's case, both nis teachérs and his parents have discovered
that, because of his special emotional and coanitive needs, a regular
classroom environment is frequently a u@\y restrictive place for him.
In fact, the teacher who knows_him best>feels that he is moving
away from normalization. ) - ‘-
Thus, the physicd]«setting can make it more,.or less, difficult
to achieve the Teast restrictive and still appropriate environment for
a handicaoped child. Yet the above evicance from our cases illustrates
that it is the benavior and attitudes of the staff and tne specific
needs of the child that have the most significant influence .on achieve-
.ment of LRAE.- When Sean Gilbert's teachers at the TMI/SMI center
said that “in ne way did ‘they-consider nis placement thire as permanent,
that attitude jtself helogd‘prooei‘nim'toward normaiization, anc a
regular school environment. When Joseph Edwards' regular kindergarten
teacher said, in the face of consensus among the other professionals
at Joseph's recent EPPC that-he should be in a self-contained EMI -
classroom, "I haven't made upmy mind yet what's best for him™, she
propelied him toward normalization. TRis year (1980-81), thus'far,
Joseph is successfully negotiating the -transition to a. regular first
grade class. . )
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4 seducational systems ‘serving our study children are
}?@igtb~the defmands -of" educating them in the Teast.re-
aparapriate environment, the children themelves, in a few
ofi -AEVET oprienta paths moving them away from normalization.
ey dfilarry Corwin, Joseph Edwards, and Patricia Oliver; .
nial gap between them and their age-mates growé wider
year-by-yeanXalarry has proven to_be particularly sensitive to this
trend, whickgds one reasom why his_ teachers have recommended less
time in a regu]ar-cla§s‘each year as he has gotten older. Joseph's
parents realize that ne will have to be in first grade again.next
" year,-if he wants 'to continue .in a reguldr class--he will then be
two years'oldﬁy than his classmates. Eventually, he will be so much
.older than his classmates .that more time. in a self-contained EMI
setting will be dnevitable. -Patricia Oliver’remained in a mainstreamed
preschool environment for .a year and a half. At a certain point 1t
becyme clear .that she needed more individualized attention to her
" numerous speci{ic "disabilities than could be provided in that setting.
This year (1980-81) she will probably move to the TMI/SMI center's °
hearing impaired classroom, to work on communicatiom pre-requisites.

L4

In the-cases of larry Corwin and Patricia Oliver, while moving
away from hormalization in terfs of mainstreaming they are bging
moved into or toward environments that place the Teast restrictions
on thejr pérformange by attacking specifically the impediménts to
optimal performance. That particular intent of the LRAE provision is
being met”in their cases. Joseph Edwards is theoretically in an .
environment which, as his father puts' it, will allow him te "fail at the
highest Tevel".« His parents argue that models for him and expectations
of him will bé. higher in arregular classroom setting. His successtul,
but somewhat trying, experience in a-regular kindergarten-during the
1979-80 school y#ar suggests that there are certain pre-requisites
to a successful mainstreamed 'experience for handicapped“cbildren. :

~ 3. ' N

The most important pre-requisites are preparation time, and then
ongoing support for the classroom teacher serving these children.
Both psychological and tecnnical breparation appear to be crucial

For example, Larry.Corwin's regular classroom teacher viewed him and
his presence in her,class for small periods of time each day as a
" burden. His already great social tsolation was reinforced by her
lack of adtention to nim, afd -lack of efforg-tq_integrate him socially.
The children used her as®a modet, .and Tikewise madé€ no effort to. include
him. In contrast; <oseph ‘Edward's teacher, who suddenly found him -
assigned to _her kigdergarten class in December 1979, made a special
\effqrtgo ring him-in and make him part of the class. Her espect for

.

him, her affection, and her-patience when necessary, served as a
model

at most of the children picked up on immediately. She was

» -
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' psycﬁo]bgi;a]]} prepared to have him in her class, and did not
\unconsciouslxﬂor passively resist his presence. . b

", .Neither Larry's nor Jbseph's regular classroom teachers received . )
adequate technical preparation for meeting the special needs of these fa
children. This problem had more of an impact on Joseph's teacher,

- for she had him in her kindergarten class the whole afternoon. The

© strategies she developed for .encouraging Joseph's_academic progress

were devgloped through trial ‘and error, and with the support of .
*Joseph’'s mother, who Shared some matérials on developmental needs - '

and abilities of Down's Syndrome ehildren with her. Equally as’ important, -,
Joseph's teacher received Tittle ongoing support for her workawith him=

in the classroom; she was constrained by lack of time to work individually

with Joseph. She had an aide most afternoons, but the aide felt some- )
what uncomfortab]e with Joseph. Finally, she did not have materials - \
that were designed to meet his educational needs. . \ }

" A problem that man of our study children have faced, that has
impeded achievement of LR%E for them, is the number of transitions

from classrogm to classroom, and in a few cases” institution to in-

stitution, that has had to-be made everyday. In Helen Farrell's
‘case, until this year she had to.move every day between two totally

distinct institutional environments, with educational strategies,

expectations af her, and physicaT surroundings very different from

each other. Larry Corwin, during his days,moves from an EMI'e]assroom,

to an EI classroom, to speech, to his .regular ciassroom, .and sometimes

back again to EMI or EI. In each setting‘expectations are. different,. (;\\L :
the classroom atmosphere is different, E?e children may be different,

goals for him and content are different”. «Larry finds it hard enough

to make*friends. in one settj 5 yet he must strive to do so in three

. or four. Joseph Edward$' moth®r refused his teacher-consultant < X

services last year. (1979-80), to minimize transitions in his daily .
schedule *(he was already leaving for speech). Barry Marshall's mother
has noted that the cosmetic mainstreaming he gets for art, music,

gym> does a lot more harm than good for him. She feels that the
‘constant "in-and-out" aij day cannot be good—for Barry—and—fis—EMT

classmates: "they need the same, if not more, continuity in their lives
as the normal kids." She feels more is being asked of the handicapped
children than of the ‘non-handicapped.

. We have found in our study cases that the decision-making procéss
leading to determinatjon of least restrictive appropriate environment
has a moderate influefice on achievement:of that enviromment.- The ,
position from which decisign-mabiﬁg meétings begin often shapes the

" nature of discussion and final determinations. We have noted three -,

points of departure in our.cases; let's assume this child should

be integrated into a regular classroom setting unless clear justificatioh
. for a self-contained special education classroom is proven (Joseph
Edwards)5 let's set a range of options and discuss each in turn

. 4
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. (Helen Farrell, May 1980 EPPC); mainstreaming is clearly inappropriate,
. let's Took at other options (Barry Marshall). We have found that the
'middle option, though not inherently ¢losest to the intent of the LRAE

provision,: seems to lead to the most constructive decision-making pro-
cess. Parents, or professionals, are less likely to feel “railroaded"
if each eption is fully discussed. Advantages’and disadvantages of
any particular placement optien are more likely to be brought out.

o We have found, as migh% be expected, that when parents' and pro-
" fessionals' perspectives are given equal weight, decisions leading to
achievement -of LRAE ‘are more likely to be made. An honest negotiation
process, though it can still be emotion-laden and painful, contributes
to construction of a balanced program. The May 1980 £PPC of. Helen Farrell
illustrates this..finding. In none of our cases have professionals simply
overwhelmed parents with their administrative and moral authority. Yet
in the early years of ‘the Corwin and Farrell cases, and on a continuing
basis in the Marshall case, adversarial interactions at EPPC meetings -
have left parents shaken, angry, and confused. Strains in"parent-
professional relations have affected teacner attitudes toward two of

our study children (Larry Corwin, Helen Farrell) at. school, leading
s in the early years to a more restrictive environment (in atmosphere)

for these children. : ‘ ’ .

&

The deéision-making process leading to LRAE often involves con-
sideration of trade-offs in- program focus among different aspects of a
- child's deve]opment. Although cognitive, socio-emotional, and physical
development are in acfuality closely intertwined, in a few of our
cases choice of one or another placement has been seen to mean”enhance-
ment of development in one area, at the expense of another.. Parents
> of our children have been less likely to think in terms of trade-off
than professionals, but parents too, are dWare of the need to meet a

ffamber of kinds of needs in their children: The cases of Helen Farrell °

s and Joseph Edwards'provide the clearest illustration of this issue.
Patricia Oliver's caSe, due to the great number of her remgdial needs,
also-provides an illustration. » ° o

. ) . \ x
~ - Helen Farrell's teachers at the POHI .center have always felt that’
her full-TIM& participaticn in the private, mainstreamec elementary

2

school program might meet her social needs, but would nrot be the most
beneficial placement to meet her academic and physical needs. Helen's
parents disagree strongly with. that assessmefit in the academic area,
‘but -have sensea tfaz ner prégram of dnysical tnerapy--crucial to ner
struggle for autonomous mop11ity--mignt be Tulier at tne POHI center,
¢ They are currently monitoring the amount of physical therapy she gets
weekly in the mainstreamed setting. Joseph Edwards' teachers and
evaluators have historically felt that his cognitive needs could best
be met in a self-contained EMI  classroom, although they have acknowledged
“ that he profits socially from mainstreamed settings. They have thus
viewed LRAE decisions as a tradi;off between more effectively meeting

-
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. JGSeph'§ eognitive needs, or more effectively meeting his social needs.
- Joseph's parents-nave not felt to the bre§ent that tney are trading-off
cégnitive for social development in seeking regular classroom place--
ment for him.- But they feel this might become an Issue in the near-

future. ‘ : .

Patricia Oliver has had so many needs during her early years that
it has been difficult to meet them all simultaneously. Currently her
hearing‘impairment is seen as potentially the central impediment to
*her development: it is preventing fuller interaction with the world.
Yet, if she enters the TMI/SMI center's hearing impaired program this
fall (1980), the focus on teaciing het signing and related skills.will

be at the expense- of time.for specific activities enhancing her cogni=

tive development. She desperately needs tools ‘tc communicate; yet she -

also needs a full program of cognitiym stimulation. Placement will

determine which receives more emph ' although ‘neither will be neglected.
' ¢

Though the nature and qegree of a child's handicapping condition
have clearly influenced parental and prcfessional desires with respect
' to choice of edugatisnal envirgnment(s),' other factors have also been
influential. While it is possiblé to generalize that.the more severe
the handicapping condition the less likely will be placement in a .
regular classroom, parental preferences and number of suitable.alter-
natives available also influence iikelihood of mainstreaming, sometimes
independently of nature or severity of handicapping condition. Josgph
.Edward$' case illustrates the former influence; Heien Farrell's the
latter. With a few exceptions, professionals invalvea with particular
children <in our study generally have opted for a less mainstreamed
educationgl program tnan those same children's parents. This generali=-
zation dees not nhold for our most severely ¥nvolved child, Patricia Oliver.
. . . . ‘ Vd
. The analysis of how the least restrictive appropriate environment
provision of ‘P.L. 94-142 has been implemented in our study cases revéals
this to be a complex,-often problematic provision of the law: In-
Fluences on determination of LRAE for any particular child are myltiple:
the size of his or her school district. gistrict fiscal resources,
sérvice avaiianility vn the general area, aaninistrazive and progra-
-matie intedration between special educatiom and regular education, the
strength of parental and professional feelings, the nature of the
EPPC/IEP' decision-making orocess, tne age of the child, and of course
the specific neecs o7 <ne cnild. ail interact in a process tnat often-.
continue's from year to year. By ang iarge, tnose 1invoived in tnis
process feel .they have the best.intgrest of the®child in mind, and at
least attempt to understadnd opposing viewpoints. - .

-

In none of our cased did we find a.simplistic drive toward main- . -
streaming, or in the opcosite direction, on anyone's part. All dis-
. Fussions- took place in the context ef specific ghildren's needs. VYet,
powerful differences in opinion ana perspective nave persisted over the
ye!rs,in a few of our cases. Fundamental differences concerning the
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best way to meet a child's needs--in Helen Farrell's case--have been )
proven difficult to.resolve. We have found thit as ]éng as communication .
continues--among teachers and therapists, between, professionals and -
parents, between administrators--many problems can be worked out, at =~
1e§st to the. point of compromise. ' lhen communication fails, it is T
inévitably the child who suffers most. ~ - _ ‘ ‘ .

<

t

Parent Involvement s

P.L. 94-142 has redefined the rights and responsibilities of a '
select group of parents--those of handicapped children--in decisign- -
making regarding all aspects of stheir children's educational programs.
In-many ways, the intended beneficidries of P.L. 94-142, have been not
Just handicapped children, but their parents as well. The mandate to
involve parents in program planning, d ision-making, and evaluation .
has, obviously, changéd not only their roles in the educational proceﬁs;
it has changed professionals' roles tog. Professionals are now . to be
partners with pargnts in that process. .

? What has the impact of these changing rights, responsibilities,

. @d roles been on our study chiidren, their parents, and those éerving\\
the children? The changes mand%@ed under P.L. 94-142 have required new
.administrative procedures. Per aps_more fundamentally, they have re-
quired changes in deeply rooted p&%;enns of interacticn and feelings
about oneself as & detision-make? Much has become exposed that was
hidden. As one parent 1in dur study recently noted: "It's impossible
to de§$n§be the feeling, of being totally vulnerable, of having no
control over the Tife of my child, when I enter an EPPC meeting."

Attitudes and beliefs about ohe's status, Tong accepted, are suddenly
turned upside’down: this has been true for parentsqepd professionats.

ThHe findings regarding parent involvement in our case studies shed
Tight on three central issues: the implications of geriuine versus
cosmetic parent involvement; the factors differentiating the way various
paremnts use their rights under the law; and the implitations of school
systems taking either a Pro-active or reactive stance in informing ™,
parents of their rignts anq’responsib?lities. Tnreaded tnrougn tnese,
and a number of corollary issues to be discussed, has, been the often
difficult progess of adjusﬁing're1ationships, expectations, and behavior.

o e, « \

The range of ®involvement in program pianning, deé'"rsjdn'-paking, and
evalyation among'our study parents has varied méresin naturé than in
degree. Al1 our study parerts--usually, the mothers of our study children--
have taken advantage of, the opportynity to participate in plamning and
decision-making meetings most_have participated at some time in IEP
formulation {a narrower task in Michigan); and most have .sought-and
received evaluation-findings, written plans, and relatéd documents.

.The basic difference among our study parents .has been in the role they
have carved out for themselves, or that 'they have been encouraged to
~take. Patricia Oliver's mother and step-father, with a limited aware-

. Mess of their rights, and having alot of needs themselves; have tended

A
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to rely on professionals to define Patricia's program. The Gilberts,
with a general awareness of their rights, but having no strong objec-
tions to'Sean's placement, have tended to go along with professional's
~preferences; they, ,though, have known what they wanted for Sean. The
Corwins, Edwards, Farrells 'and Marhsalls have, to various degrees, taken
‘an active role in the program development process, generally learning
* their rights as they've gone along, gaining an increasing sense of
themselves as.decision-makers. These parents, in asserting themselves,
have brought out all kinds of underlying feelings in professionals,"
the presence of which charges the dtmosphere of planning and decision-
making meetings. ' : .

-Two kinds of factors have differentiated the way our study parents
have used their rights under P.L. 94-142: institutional/environmertal
. factors, external to the particulars of the situation; and situational
factors such as ‘the status, backgrounds and personalities of the
participants, the history of a particular family's relationship with
the schools, and the nature of a particular child's needs. As will be
' seen, the institutional/environmental factors often merge with situ-

ational factors as, a case develops. N o

The institutional factors are illustrated most clearly in the Corwin,
Farrell, and Marshall cases. “Larry Corwin's parents were forced -into
an activist role when it\became clear to them that their home school
.district was not going to provide an appropriate. program for him. The:

.. fact that it was a small-district, and that there were no options for
them within the district once-his home elementary:school principal
indicated that the school simply didn't have the resources to meet
Larry's needs ("we have other children to think df too") backed the
Corwins against a wall. Because it was a small school district, their
activism quickly became well known to administrators, teachers, and
other professicnals, with the result that the whole family was branded
as "trouble." (Larry's older brother had trouble acquiring badly needed
remedial reading services, until Mrs. Corwin threatened to begin due
process proceedings to acquire those services for him.) The. supportive-
ness of the neighboring district's staff, and their attitudes of "don't
worry, we'll work any problems out,"~was a powerful relief for Larry's

. parents. They nave now retreatea .considerably from tneir ‘activism of
edrlier years because they trust that any qgcjsions.made will be in

Larrx's best interest. i . , .

The difficulty small districts’'can have in providing adeguate
services to a child, with the result of.activating parents' concerns, °, .
can be seen also in Barry Marshall's case. The Marshalls have never
felt that Barry has been getting adequate speech therapy and .communication
skills work. The district has.responded that he is getting "all that ° .

" - is available and all that he dgeds." The Marshalls more gengraily have -

- £

had a Tong history of hegoti&ting with their home school district to
get what they see as adequate (more) services.for him. Judy Marshall
wonders if the district decision to majnstream him last year (1979-80)

t
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was really in his best interest; whether it might not have been a way

of providing him less services. The fact that the ‘district has all the
special education programs in gne building she feels is also more for
the district's benefit than for the children's. The Marshall's activism
over the years has not resulted in their minds in adequate services

for Barry. That js one of the reasons they decided recently to move

to another- county that had group homes for handicapped children, and
where they felt Barry could have his needs met.

A
Helen Farrell's parents, particularly her mother: have also become

very involved in formulation of her educational program for reasons
attributable to the institutions serving Helen. The POHI center's
philosophy and values, described in her case study, have been impedi-
ments to Helen receiving an appropriate education in the least restrictive
environment, in her parent's minds. The institution's philosophy, that
most POHI children are better served if they take their full prggram
there, contradicted the concrete evidence that Helen thrived in a main-
streamed environment. This conflict led to year$ of struggle over
*Helen's placement, with extremely high emotional costs for Helen and

her parents. N ‘ :

»

In each of the three cases reviewed above, the parents were drawn into
an activist role by what they saw as failures in the institutional
system serving their children. In the Corwin and Marshall cases it
was lack of adequate resources, compounded by professionals' resentment

of demands made by the parents, that led to parental activism; in the
Farrell case it was the phiiosophy of the institution that led to Y.
conflict. While it doesn't automatically follow that satisfaction with
institutional resources made available and institutional philosophy
leads to less active parent involvement--as discussion of the Edwards
case will demonstrate--in general this holds true. At deast part of
the reason for the Gilberts' and Lamberts' (Patricia OTiver) less active
involvement was satisfaction with services.

’ .

In A1 our c@ situational factors clearly influenced parent
involvement, although not in a simple way. Different ‘factors have
played a role in each case, and it is hard to find particular factors ,
that consistently differentiate degree and nature of parent involvement.
Two factors that we ‘might have expected to clearly have an influence
on parent involvement--social status of the family, and parental know-
ledge of the provisions and intent of P.L. 94-142--did not prove to
be seminal in differentiating involvement amon®-our families. Mhile
none of the parents included. in this report hHave a high sacial statys
in their commuriities, only one set, the .Lamberts, has been hesitan
to assert itself in the face of professjonal authority.. In a related
vein, almos{ all of our families started out With an extremely limited N\
knowledde of P.L. 94-142; but this didn't necessarily impede their
activism to get their children's needs met. )

-
13




13

rPersonal/situational factors that did influence parent involvement
include: the social situation of the family, personality of the
parents, history of relations with the schools, attitudes of profes-
sionals, the degree of;pemp]exity of the child's needs, clarity of
diagnosis of the-child®s han#icapping condition, parental feelings . & .
concerning adequacy of serviges being offered, and parental expecta-
tions of their child. The Edwards case illustrates a number of these
factors. The Edwards (particularly Mary) are what can be described
as-very assertive and determined parents. * They demonstrated this before
Joseph was a year old, in turning down the day training center program
of their county's Mental R?tardation Service Center, expressing the o

-

feeling that Joseph was fupctioning at a higher level than the other
children at the center. Although P.L. 94-142 hadn't been passed at the
time, and they knew littlefof Michigan's law, thé Edwards report that

they were clearly aware of their rights as parents.

* The Edwards have always had high expectations of Joseph, not letting
his status as a Down's Syndrome child determine expectations of him.

. "They have actively pushed over the years to have Joseph in environments
that would not prevent him from achieving his potential. Thus, in spite

- of the fact that Joseph has always had excellent services available to
him, professionals involved with the Edwards have often- felt pushed or

pressured--Mary Edwards was always looking over their “shoulders to make"
. sure Joseph was “"getting the best." T

- *
-

* , Patricia Oliver's case illustrates some of the other factors cited
above. The complexity of her needs has left her parents somewhat over-
whelmed, and willing td turn,the job of meeting those needs over to

the school and medical systems. 'On ‘the other hand, Patricia's parents
have wanted their input taken seriously at decision-making meetings,

and have wanted Patricia's problems 'explained to them in understandable
terms. Patricia‘'s mother has joted feelings of inadequacy and help-
lessness at meetings, and,a-sense that she was being blamed for some

of Patricia's probiems. Nonetheless, school staff have made considerable
efforts to understand the Lamberts' needs and concerns. The Lamberts

are very young parents, with two other‘children to take care of and no
financial security; tneir generally stressful situation has prevented -
them from being as involved in Patricia's case as they would have liked
to be. .

., Helen Farrell's case provides probably the clearest illustration
©of the influence professionals' attituges can have on parent “invoive-
"ment. The dependency and vulnerability parents of handicapped children
experience in the face of professional authority has been widely noted. .
The potential for abuse is great, and -luckily the great majority of
professionals have strived hard to accommodate the new roles for parents
in decision-making procegses. Helen Farrell's case illustrates how:
easily professional attitudes regarding parent involvement can be
devastating to parents and child. Helen's parents and the POHI.school
staff knew that He]en;abso]ute1y needed their physical therapy services,

\ .
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~ and the POHI staff hung this 1ike a sword over EPPC meetings for years.
They also all but told the Farrells that they, the POHI specialists, .

. were 1n the best position to deteérmine Helen's program needs--they were
trained to know those needs. (Their inflexibility prevented them from
hearing the abundant evidence presented indicating that Helen thrived
in 7an integrated school environment.: Their occasionally active hos-
tility to the Farrells caused the latter great pain; so did the need
to compromise Helen's academic program for ‘the sake of assuring adequate

- . physical therapy. The Farrells, who wanted to work with professionals
to meet Helen's needs, were forced into an adversarial role vis-a-vis
professionals. . L

- The Marshall's too have found themselves in a somewhat adversarial
role vis-a-vi$ school officials, but for a different reason: lack of
clarity regarding the nature of Barry's handicaps and the most.effective
means to alleviate them. *The Marshalls have become increasingly frus-
trated with the seeming inability of the schools to proviide a successful
program for Barry. This has translated, at least in part, into a feeiing
that the schools haven't consulted them adequately in seeking the best
program for Barry. “When they have felt satisfied with Barry's program,
as they did for a while in the mid-1970s, school officials have pro-
ceeded to pull the rug out from under them by requesting a review and
suggesting a new program. While some of the Marshalls' frustration

with the schools has been legitimate, some of it is displaced frustra-
tion over the years of upsuccessful struggle to give Barry the tools -
to communécatg with his world. .

> The parent involvement provision of P.L. 94-142 mandated a number
of administrative mechanisms to ensure parent involvement in their
chitdren's programs. These include adequate prior notification of
meetings regarding -their child's program (planning, decision-making,
rgview), notification before any planned changes in daily or weekty
program, access-to all records kept on their child, and efforts to time
meetings so parents-can attend.” Even more basic, parents are to be
*informed of all the above and related rights for them and their childres
Gnder P.L. 94-142. 4e have noted a numoer of trends in development of
~ these mechanisms in our cases. The trends generally .relate to school
© efforts to satisfy the intent as well as the letter of the law.

: We have" found that the schools generally do not take an-active

role in informing parents of their and their children's rights, although
.school staff willingly provide information when asked. Most of our

study parents picked up information on P.L. 94-142 from other parents

of handicapped children, in parent-support groups, or from advocates®
‘None. oft our parents are fully aware of all the provisions of P.L. 94-142;.
some have fulT knowledge of selected provisions, some have a general

senseé of the requirements and intent of the law. 'In general, our

study parents have acquired information on particular provisions.on a ~
"need-to-know" basis: our least active parents probably have least
knowledge of their rights under the law. {It is hard to know which

-
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is cause and which is effect here, although we have found the “need-
to-know" incentive a strong one.) In the area of .informing parents )
about the Taw, the schoolshave generally met the letter rather than the
spirit of the law. -*» .

In very few cases have the prior notification or access to records
requirements .not been met.. In almost all our cases, efforts have been

made to arrange meetings so that at least one parent could attend. -

+ When necessary, parents have been consulted by phone. The intent as

well as the letter of the law was clearly met in this area. With respect
to records a more complicated picture emerges. Probably only the Edwards
have full copies of everything—in dJoseph's school records, although -
most of our families have some of the documents in their children's
files. Schools clearly take a reactive position in this area, probably
fearing the time and cost involved in voluntarily providing records
to“parents.! In a few of our cases, parents have not been aware that
school systems often have two files on handicapped children--a. regular
file and a special education file. Thus, they nave sought information
from what they thought was the only file. Also, not being given a

list of what was in the files, some of our parents have not known what
to ask for. o

Generally, our $tudy parents have beep informed of evaluatidns and

* received reports of evaluation findings. In a few instances--most

notably once in Joseph Edwards' case, and once in Heélen Farrell's--
evaluations were conducted without the parents’ knawledge or consent. %
Rarely are evaluation findings translated into non-technical language;

and this has frustrated parents in almost all our casés. Parents of.
mentally impaired children in our study find numerical scores of I.Q.,

-D.Q. (developmental quotient), or.abilities particularly frustrating.

Mary €£dwards spoke for a number of .the parents when she noted a tendency
for most evaluation reports to focus on, what Joseph can't do, rather
than what he can do (the exception being developmental profiles).

Perhaps the clearest single indigator of the impact of the parent .
iavolvement provision of P.L. 94-142 on our study Tfamilies has been '
the. nature of -the process of EPPC, IEP, ‘and IEP review meetings. The
EPPC meet#ng by its very nature is extremely stressful for parents.
As Helen Farrell's mother has noted "a group of professionals are sitting
around a table discussing tne future of your child."  The professiongls'
control over that -child's future, their authority and status, and their
numbers--one parént is usually surrounded by five or six professionals--
make it difficult for parents to assert their gerspectives. } '

\

"\ -

One of two patterns of interaction was evident at most EPPC meetings.
In the first the parent is an integral part of the. discussion, ‘period-
ically commenting on the issue of the moment. In/the other, the pro-
fessionals present and discuss-material, with the parents remainirg
largely silent; then,. at some point, an advocate or one oﬁ,the profes-
sionals asks: “What do you think, Mrs. and Mr. ?"  The

reasons for the presence of one or the other of these two patterns

11t is important to note that under the Act schools must inform parénts of
their rights to see their child’'s records, but are not required to furnish
them unless asked. - Thes a reactive position meets the intent of the Act.
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can be found in the structure of the process outlined by the EPPC
sChair, in the Brofessionals' level of awareness of how he'parents
might be feeling, and in the parents' own sense of thefir Yole at the
meeting.’ ' '

The general stages of ‘almost all EPPC meetings, except fQr those
involving grievances, problems in program delivery, and related special
matters, are: presentation of .evaluation and progress reports, laying
out of program options for the future, discussion of the options, and
choice of one of the options. At some meetings a child's eligibility
for special education services under one or another category will be
discussed, approved, or re-confirmed. This general meeting structure
tended Y a8 1 our cases to leave parents silent for the first nalf of
the EPPC meeting; therefore, the first interaction pattern described
above has predominated at most EPPCs. The exception occurs when parents
are invited to share their perspective on a child's progress, or when
the parents insert themselves into the presentation. Sean Gilbert's
most recent EPPC illustrates the former: at that meeting his mother
was asked to and in fact showed her perceptions of the gains he had |,
made at the county TMI/SMI center, and the-nature of his behavior at
home. * The latter exception--parents inserting themse1v§s into the
presentation--has occurred in at least a few of Joseph Edwards' EPPCs.

. . The Edwards in fact have developed a number of strategies to assure
that they are given an active rote to play at EPPCs. They prepare for
these meetings extremely thoroughly, including thinking through what
they want for Joseph, how to negotiate,-and the reasons for their
position, Professiondls are aware of their preparation. They have

' had independent evaluations done which they had a role in presenting.
They*let meeting participants know that they, the parents, expect tc
have ap active role. _They generally bring on advocate to add some
balance to the "parents' side" at the table. And they are persistent.

. They have generally been very successful in getting the placement they
desired for Joseph.’ )

. We have found that when parents are asked concrete, specific
questions, and share concrete information integral to.decision-making,
then they are truly thvolved in decision-making. ATso, when it is \
apparent that the professionals at the table are actually listening to
and considering what the parents are saying, afd are not just being
polite, then the parents are truly invgjved in decisian-making. ‘lhen
the school psycnologist at Josepn Edwards', most recent £PPC asked the
Edwards’ not to just note what they wanted but to explain why they
thought he should be in a regular first grade class, the Edwards made
a fundamental contribution to that meeting. Unfortunately, parents
are tod fearful and professionals too uhsure of how to bring parents
in~to the discussion, in most-cases. « Thus, integral involvement of )
parents in planning, decision-making~and review meetings is one impact
of P.L. 94-142 yet to be fully felt.

The most problematic situation at EPPCs is when®all or most of the

professionals agree on one placement or program, and the parents want
another. This situation has not been infrequent in our cases, expecially.
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N Joseph Edwards', Helen Farrell's and Barry Marhsall's. The Edwards
have usually got what they wanted. The Farrells have had to compromise
> (until this last year's EPPC, when preparation, the presence of two. °
advocates, and the.presence of this.study's staff taping the meeting,
led to the Farrell's getting what they wanted). The Marshalls have
. generally not got what they wanted; they have had to resort to due
process mechanisms. Why disagreements som times Tead to compromise .
sométimes to’parents having their way, and sometimes to due process
/ proceedings is hard to.say.- We have noted that the Edwards have always
known what they wanted and been well prepared. In addition, profes-
sionals have always been accommodating with them. 1In the Farrells!
,Case we suspect that.the.mutual awareness of how strong feeTings®were
on each side led ‘to compromise; *the situation was only just Tn-hand.
Aiso, the evidence that Helen ‘could function well in an integrated
. setting was always there. The Marshalls resorted to due process, we
suspect, out of sheer frustration with the schools' ipability to help
Barry progress; it was-the only means of protest they were aware of.
A1l of our study parents are significantly more involved in planhing
for and deciding about the educational program of their handicapped
children than they would have been if their rights were nat defined
in law. Because the changes inrelationships mandated and implied in
P.L. 94-142 are fundamental, it is easy to understand why both parents
and professionals.are stil} struggling to come to terms with those
<changes in late 1980. The important point emerging .from the evidence
in our cases is that, except in rare instances, they are struggling.
- As parents, have become more involved, tco, this irfvolvement has both
enhanced” their sense of self ag decision-maker, and®lied to more
effective programs for their- children. )
/ ( v,
i N - .
Conclusions \ A3 . . .

In examining the impact of P.L. 94-142 on nine handicapped children
and their Tamilies” Tiving in one county in Michigan, we have- by no means"
. provided a vehicte for. surveying the effects of that law on the general
' population of handicapped individuals. Rather, we have provided a
vehicle for a small humper of ¥amilies and "those serving tnem to snare
their experiences in coming +d understand their rights and responsi-
bilities under the law, and then attempting to translate that under-
standing into new patterns of behavior and interaction. The strength

e .of .our study has been in the cepth to which we nave nad the opportunity

' to go, thanks.to the openness and.sense of responsibility of both -
parents and pnofessionals. ‘ ’ ) '
We haye come to agree with Edwin- Martin, after working with our,

“case families for two years, that P.L. 94-142 is indeed the most im-

portant legislation for -the :hand%apped.éver passed. We have observed
. firsthand the human impact of that legislation. Painful” adjustments
.-have had to’'be made. Rights spelled out in the law have still had to
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. be fought for, in some cases. Resources havemhad to be found by *
school” districts tp meet new responsibilities.. Teachers heve had
to find ears to 1§sten to parents, and parents words to express their

ideas and fealings. Hand
at least sope cases, more
and social life.

i

capped children have found themselves, in
clearly in the mainstream of educational
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Executive Summary

Overview - .
N ; A
This report presents s;}ected findings of a-two year study that was

designed to examine the impdct of P.L. 94-142,.The Education For All
.Handicapped Children Act, on-<handicapped children and their families. —
Since much of this impact is mediated by the way institutions serving handi-
‘capped children have responded to’” the' mandates of P.L. 94-142, the study

was subtitled "Institutional Responses and theif Consequences.'' The

study was itself part of a larger effort that the Office of Special Education
(then Bureau of Education for the Handicapped) was engaged in to analyze the
administrative, fiscal, and human consequences of implementing P.L, 94-142,
and-also- to-examine the extent to which the intent of _the Act is being met.

Our shmple consisted of ning handicapped children aged 5 to 10 and
their.families, living in one tounty in southeast Michigan. We followed the
children ip-depth as they neggtiated the worid of schools, hospitals, clinics,
and qQther, institutions serving handicapped children in Vayious ways. The
children represented a wide range in nature and severity of handicapping
conditidas;‘had varying educational-and related servijce needs; and came from
very diverse communities in stze, wealth, and resource availability. In our
study we interviewed parents, teachers, therapists, physicians, school ,
administrators, the children's evaluation teams, and others. We observed the
children ip their school settings. We.analyzed records, evaluation documents,
reports, LEPs as written),. and other relevant documents. And we attended
meetings where decision-making about educational placement and program
planning tdok place.. Throagh this multifaceted data collection we tried to
understand résponses to the major provision$ of P.L. 94<T43 through the eyes
‘of those affected in various ways. - R :

g

The full report from which this summary™\js abstracted contains in-depth
case studies of six,of our nine study families ~gnd examines ‘implementation
of five of the majof requirements of P.L. 94-142; otection in evaluation
procedures, procedural did€ process, individualized ed tional programs,
least restrictfve apprgpriate environment, and parent involvement. The
report also contajnéd E!'brate analysis and synthesis of the i dings from
our cases in the areas of least restrictive appropriate environmen
parent ,involvement. We chose, these 'for special analysis because tkey a
two particularly complex and crucial prévisions of the Act, and because our
findings in these areas were particularly striking. It is this analysis,
along with our most .important general findings, thyt is presented in the
current summary. > . ’ .

-
L

«
- ¥

1The interested reader will be able to.secure the full report tH?0ugh the
ERIC systeg in late winter 1981, or.can write to the authors to receive °
a copy at cost.  THe repogt is‘IZS pages. . ¢ *
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JThe Education For All Handicapped(Children Act: In Brief

The Education For Al} Handicapped Children Act of 1975, P.L. 94-142,
has bleen described by Edwin -Martin, Assistant Secretary for Special Educa-
tion and Rehabilitative Services, as the most important legislation for
the handicapped ever passed. Its central provisions, in their interpreta- -
tioh and impleT;;;é{ion, are beginning to have a significant impact on the
nature of education for handicapped children and youth: These provisions
include: (1) “the right of all handicapped children aged 3 to 21 to a
free appropriage public/education!; (2) protection for handicapped children
in ‘evaluation precedures~-the right to non-discriminatory, fair, compre-
hensive evaluation for purposes of classifitation and program-development:
(3) -due’ process safeguards for handicapped children and their familjes
including prior notice of meetings, plans, or changés in a child's:program,.
access to a child's records, a time frame for the whole special education °
process, and procedures for protesting decisions; [(4) the right for parents

and others to participate in decision-making proc sses; (5) least restrictive -

appropriate placement--the right of every handicapped child to be educated,
to the extent appropriate, with non-handicapped peers; and (6) the right of
€very handicapped child to have an individualized educational program,
These provisions shape a mandatory process of planning, decision-making,
program design, implementation, and review. P./L. 94-142 also authorizes
funds to contribute to the local cost of implementing the above and related
provisions, A

»

\
A Note on Michigan's Special Education Law \

*Mithigan has had its own special education law, P,A} 198, since 1973.
This law was designed to be implemented immediately, and by 1976 most local"
education agencies in Michigan were making serious attempts at compliance.
P.L. 94-142 and P.A. 198 are quite parallel in their intent and most of their
provisions. However, Michigan's law differed from the federal law during the
years of our study in two notable respects (one of these-differences has
since been alddressed). First, the state law mandates services for handicapped
children from birth to age 25, while the federa] law mandates services from
ages 3 to 21 (state law permitting). Second, until Fall 1980 Michigan -had
a two-stage process for developing each child's Individual ized Educational
.Program (IEP}: the first was an Educational Planning and Placement Committee
(EPPC), the second was an IEP committee. The federal law mandates one
process, and requires placement decisions to be based on the -LEF. Michigan,:
this Fall, created a new decision-making mechanism, which meets the mandate
and intent of the federal law. .

. The findings from our cases thus reflect the impact of Michigan's special
education law at full implementation, and P.L. 94-142 at an early stage of

IThe age range, for children mandated to be served is the only provision that
is superceded by state law; thus, only states mandating services to 3-5
and 18-21 year olds must comply with P.L.A94-142 in this area.

)




implementation. Because the twd laws are similar in intent and procedures
outlined, it.is possible to view our findings as indicating the impact of
P.L. 94-142 at relat’kely full implementation, since the state law has
been at work for five years.

e

Institutional Responses to the Act: Central Findings from our Cases —

——
-

Procedures e Response to the Act has Egén much greater ir educationa)
* and agencies than in non-educational agencies, as might be
Programs’ expected. Central elements of P.L. 94-142 thar have come to
shape the educational process--for example, parent involvement
. ‘in decision-making, service in the Jeast restrictive appropriate
environment--have not influenced the medical, social welfare, .
and mental health service systéms. Thus, families experience a .
discrepancy in treatment from service system to service system,
e The state, the county and local districts of our study children N
have developed a more formal, consistent, and comprehensive
educational evaluation and program planning process. Procedures
from district to district are.more consistent than historically.
Monitoring of program implementation has remained a difficult
process.
. " @ P.L. 94-142 has led districts to develop a wider range of place- C
‘ ment options for our study children and their hand?Eaerd peers. \\ faf
, ) The development of these®neiw options has generally been in the
form of adaptation of existing programs, or new ways of using.
,such programs,' not creation of new programs, . \ 3

® A broader base of educgtional evaluation information is considere: :
in determining eligibi%ty and program design for our study ‘
children under P.L. 94-142. Adaptive behavior and functioning N
arry greater weight than in the past, and a broader range in types ]
- of evaluation instruments is considered appropriate. ) i
® The regular and special education service systems in the /
. districts of ow study children are very slowly developing
mechanisms to work together to share resources, plan, provide ’
mutual support, and so on. ' Mechanisms get developed when problems
become urgent. Develéping formal procedures for coordination . ‘ .
' appear to be the responsioility of special education administrators,
many of whom are overloaded with-monitoring, qpmpliance and related
. paperwork, . f f

-~

e The county in which our study children live has not yet developed
an adequate continuum of services at the preschool level for handi-

- capped children. Particularly lacking aremainstreamed options

supported Qy the public schools. These options exist among private

- . ’
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service providers, but there has Been no support for them by
LEAs or the county. . ,

-
S

In general, the educational evaluation and program plannimy

procegs has been expanded quite significantly in the last few

years, but actual classroom programs have changed much less--in ,

kind and structure. The effect of this can be likened to putting

a high-powered new'engine in an old car body:. pressures for

comprehensive and individual]y appropriate services have increased
"“more than the availability of of those services. .

Roles and ° Special/and régular educators involved with our study children
Responsibilities - have generally made concerted efforts to accommodate to their new ﬂ/‘
roles vis-a-vis each other, and in relation to parents,

® Regular educators are siowly and painfully gaining the confidence
and sktlls to work with handicapped children and their families,
while special educators are-going through a lot of self-evaluation
concerning their role in educating handicapped children. Special
educators are finding it difficult to acknowledge that regular
educators can competently meet the needs of handicapped child¥en.

+ 3

e Most professionagskare honestly struggling to accommodate and be
responsive to paTents“.v[ews, although communication frequentlyd%
® remains formal gnd superficial. . *

40 .

.
® Some of the behivior we've observed in orafessionals
working with oyr study children is survival behavior; responding
~to new demands7 pressures, requirements, at the same time con-
tinuing to meet traditional demands and pressures, dnd main®aining
pattiﬁﬁs of behavior inQuse for years.,

~

Institutional Responses' to the Act: Problematic Aspects

* v

'~ ® There continues to be very’!if;le coordination between service,
systems serving handicapped.children. While the Act implies that
the education system is the lead system, the medical, mental
health, and social welfare systems continue in their oJd pafterns
of service, frequently undermining the intent of P.L. 94-192.

While P.L. 94-142, through its mandatedgprocedures, has improved
the effectiveness of the special education process as a whole,
there remain gaps and irregulamities in.the process that under-
mine the effectively working elements. ldentification, for
example, proyed to be an extremely haphazard, traumatic; and .
sometimes destructive element of the ‘process for some of our study
children. In half our study cases, parents had no guidance on
what, to do rnext after learning that their child was handicapped.
Who the parents contacted, or wpo happened to recommend somethin

‘ . —_— . - .
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’ determifed the experiences that followed. Monitoring of program
implementation, and then adjusting the program pieces to reduce
. ' stresses on the children, was another element missing from most
of our study children’s programs. . )
> .

® In a few of our study cases educational institutions responded to
the mandates of P.L. 94-142 only when pressed to do so by parents
or county compliance: officers. They implemented only those )
elements of the Act that they were, pressed to implement,

e The Act itself provides no guidance to administrators, teachers,
. stherapists, parents, and othkers to ‘figure out how ﬁo re-align
relationships, roles, responsibilities--nor could it. WNonethe-
less, the human and individual responses make up the quality of.
-~ implementation. J{mus, differentié£ response make the quality of -
implementation appear to—vary significantly from district to
- ) district, and sometimes school to school. .

/ 1 ~ 7 _'.

Implementation of the Central Provisions of the Act

*

While we will present in detail %ur f rning least restrictive
appropriate_environment and parent involy ent, we are ;ch ing our central
findings in the areas of protecti evaluation procedares, prggggupal due

s process and Hevelgpment of an individualized educational program.

T, e ‘Proc‘ggral~Due Process: .The school districts in our study were
. generglly very passive in informing parents of .their own and

" their children's rights under P.L. 94-142 (the®Act does not

’ require them to be active). Parents uniformly received prior
notice of deciston-making meetings, and permission was sought
to do evaluations or make program modifications. But most of
our parents learned about their rights* from other parehts or
advocacy groups. Due procgss procedures were only resgrted to
once in all our cases; nonetheless, their existence modified the
decision-making process in the manner of making professionals

- more responsive to parents' feelings.

®.
o\

. '@ Protection in Evalyation Procedures: The county in which our
study children Tive is rich in diagnostic services and profes-
‘sionals. All our study children have had fair, thorough, and
multi-faceted evaluation over the years. This provision of the ’
_, \ Act was very useful in' that sense. MNonetheless, in most oft our
cases a different kind of constraint in this area emerged:
) evaluation'findings were frequently not helpful in pointing <«
. to a particular program and’'placement option. The nature of '
data from-evaluations frequently d¥dn't resolve placement ques-
o . tions; other information had to do that. Also, available
evaluation instruments don't seem to yield cltear, useful
information on prognosis or program needs for young children.

s
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A m8re minor but persistent problem was the continued use of
unnecessarily technical language in evaluation reports. In
a number of our study cases parents and professionals used
» evaluation findings 'to prove or defend a position they already \
. held before the findings were presented (parents used indepen-
. dednt evaluations thus). l . ' .
e Individualized Educational Program: The main implementation
issue for many of our study cases in this area was a tendency
for specific objectives to be stated rather briefly and super-
ficially. Teachers might do detailed planning, but ‘they
‘generally did it after,the IEP was signed. There:was a feeling
that parents didn't nEed to be in on, and wouldn't be interested ’
in, all the pedagogical details. ‘

-

A

Findings Regarding Least Restfictive Appropriate Environment

We found significant variability within our sample in intérpretation and
implementation of the least restrictive appropriate environment (LRAE) .
provision of P.L. 94-142. By variability we don't mean actual placement-- - »
this obviously would vary from child to child; rather we mean the assdmptions
and evidential factorsdﬁfbught to the decision-making process, and thg way
options were .considered? - Factors influencing interpretation and implementa-
tion of LRAE in our study cases included: availability of aesources and
services; historical organization, roles, and patterns of service provision; '
the unique portrait of ability and need presented by each ¢hild; the )
pressure to create-a new educational decision-makﬁng process with new rules;

lack of a commonly held set of goals for educating ihdividual, children in e T
our sample; and lack of a clear definition for the term "appropriated; We X .
found that special and reqular education teachers, therapists, school
administrators and parents are all feeling strong pressure to implement the
LRAE provision of?the Act; but'that nothing in their previous experience oo
has prepared them for this task. Nonetheless, within constraints imposed . < o
by extremely. limited resoutrces, both professionals and parents are commi tted . :
to the concept of placement in the least restrictive appropriate environment, .
and many felt this concept to be the heart of P.L. 94-142. " ) ) g
" Our findings in the area of LRAE included some central tendencies and
trends; as well as significant variability in interpretation and implementa- -
tion. ~ Some 'of ‘the consistent trends, across all our cases, were: N
-® in placement decision-making situations, consideration of ) "
more aptions, that is, a wider range, than would have been i
‘COnTidered even a few years®ago; l o ; - " . ’
- . . q . ‘ - *
® a general sense that mainstreaming was the phi]osoph‘cal, f
. if not the actual, goal for placement for our study children; y
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.® at some point, for all our study childrEn;_consiEerable
negotiation between parents and professionals concerning
what environment is least restrictivé‘yet-still appropriate;
and

e a tendency on the gaft of parents of mildly or moderately
handicapped childrenrto push for a more méﬁnstreamed'program :
than professionals involved felt was appropriate. . . s
. " 4 - B
With respect 'to the specific factors influencing interpretation and \,;Kijp '
imptementation of LRAE we found the following: B ¢

Availability of resources and services: The county ip which our study
children lived offered a wide range in types of classroom programs and. i
support service options. In general, this plentiful serviice availability
created a context_of flexibility, and a sense that an appropriate classroom
option could- always be found somewhere for a particular child. Adequacy of
resources and options created room for negotiation betweer parents and .
professionals, because the situation was rarely so delicate that a child might
not receive any services, - "

R

a

Nonetheless, the effect of high county-wide service availability was
very different in small and mid-sized districts in the county. In small
districts it had little effect on range of local placement options available

> to handicapped children. ‘In fact; plentiful services in the few largest of®
the county's ten districts acted as a disincentive for the majority “of small
districts to develop in their own schools a continuum of classroom placement
options. Thus, children and their families had to adjust to what was avail-
‘able by traveling to placements far from home. - The problem of small dis- * - i
tricts providing an adequatg‘cqntinuym of placement options to a small number
of children with a variety of handicapping conditions .is a difficult one.

" Its resolution should not fall on the shoulders of children.themselves and .

- their families. Yet fragile education budgets "in the small districts involved
would have been significantly disrupted by even marginal reQistrTQution.of )

resources. = "

.

In the larger districts in the county there was frequently significant .
pressure on study children to,use the wéll-dewelopéd special education.ser-
‘vice system fully, .even when parents wanted to use only selective elements
of théisysteh, and there was evidence that a child was functioning well in

* regular classes. “In two of our nine cases there was signtficant pressure on
the familie§ to hawe their child placed in a self-contained special educa- -
tion class, because the speécially trhined teachers would be.best able to Lo
provide an ‘appropriate program. In one case itwwas clear that the child
was thriving in'a regular classroom setting; in the othér; the issue was
‘giving a Down's Syndrome ¢hild at least a chance to make it in a regular
class sgttibé~-notﬁto pre-judge the.child's functioning based on a label.
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tn spite of plentiful special education services, the county in which

our study Ehildren lived offered no mainstreamed public preschool options.
A number:of study children would have,benefited from such options, although
a few others were quite effectively served in available self-contained
programs. Because public schools don't provide a regular preschool that
could serve as a_foundation for a mainstreamed program, the LRAE mandate
and intent is difficult to achieyve at the preschool level through public
schools, : , * ) .

~

Plentiful regional availability of special education services thus
proved in our €ases to be a necessary, but not sufficient, condition for
achievement of LRAE. Q;éven geographic and age-related distribution of
services within the cou ty, and inordinate pressure to use services fully
in a few cases, constrained achievement of'LRAE for some of our study children=

Historical organization, roles and patterns of service provision: .
Historically separate, uncoordinated special and regular education administra-
tive and service systems; and specialization and fragmentation of roles and
programs within the special education service system, both influenced inter-
pretation and implementation of the LRAE mandate to various extents in our
study cases. These factors had a particularly strong influence in the cases
where children had multiple, complex service needs, or were in shared-time
programs involving regular and special education classes. :

The LRAE mandate cieated in our study cases a number of situations

requiring, coordination. These included: procedures for and actual extent .

of communication around the program needs of individual children; the working
through of [EPs that described mutually reinforcing components of a ‘total
program; consultation time and technical assistance for regular classroom
teachers; program coordination for children in khared-time programs involving
placement in both regular and specig]l education classes; genuine integration
of'self-contained special education classes ‘into the life of their schools;
and the need for special and regular education staff to be actively. supportive
of ‘each other in new roles. ‘ .

We' found that time pkessures and role expectations'%mong both special

and. regular educators made routine coordination difficylt, even when both
were situated in the same school. Yet because a number of our study children

_had three or\more major transitiods in classroom setting on a daily basis,

this routine coordination was urgently needed to ease the adjustment tq new
classmates,sbehavior expectations. scademic expectations. curricular content,
and so on. In the instances in our 'study when teaghers could make connections--
with questions, illustrations, agtivities following a-common theme--we . .
observed the children to adjust more quickly.

IEP committee meetings, and [EP reviews, created opportunities for
coordination; but the®® were less routine and had much less effect on the N

daily environment experienced by children. Also, the tendency in many [EP
» 3 B -
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meetings was to add pieces of a total program together like patchwork,
rather than to build toward a common goal or design. We found a hierarchy

of influence limiting give and take' in IEP, meetings, with special educators’
having a more dominant role than regular eddcators.

~

. o A central constraint to achievement of LRAE for our study children
+ Being educated largely in mainstreamed environments--four ,of our, nine
. children--was lack of preparation and ongoing suppoft for the reqular cla§s*
room teachers serving the children. Both psychological (that is, enough
knowlgdge‘and time to adjust to the idéa itself) and technical preparation
would have been useful, according to these teachers. Nonetheless, special
educators in .the relevant districts;had neither the time por the traininge

to work in a technical assistance role with other teachers. The quality of ¢
the mainstream experience for our study children was determined largely by
S the personal qualitieg- initiative, coping ski#lls,and so on--of the Class-

. "room teacher struggling.him or herself to find a way to meet the handiéapped
child's. needs. . . :

- £
<

Lack of cdordination was found in our study to be a problem within the
special education service system, as well as between special and regular

IS

. eHucatjo systems. Specialization.and fragmentation of roles and program
design Cg‘Sed children to be served, in a few cases, in three or four ‘ 'F
extremely \different special education environments. For example, one of our

study children participated in EMI and E| programs simultaneously. The

. efvironments in these fwo class settings ‘were different in bekavioral and

* , -.academic expectations. More commonly, children had speech, occupétional, or
physical therapy, or teacher consultant services that simpM™ were not
cqordinated with the.main EMI, EI, or POHI classroom program. Most special )
gducatioq teachers working with our study children hawe-beén trained- to focus
on one, or at most two, handicapping conditions. While they focused as much
as possibie on, the total child, their specialized training had-a strong
influence on the ways in which they interacted"with study children. Most
of the special education teachers and therapists working with our 'study

* children made efforts to find time.to meet together to coordinate, program :
components--but these efforts were informal and ad hoc. \ < ’

< -

"The extent of a continuum in institutional settings available for place-
v méhx.qlso affected,orovisibn of least restrictive approoriate environment -~
for some of our study children. ~In terms 'of institutional settings our
study children and their parents were faced, in a number, of iAstances, with
rayhier stark choices, for example’between the county POHI| center and a
. ‘regular classroom, or between the county TMI/SMI center and an £M! ciass-
‘room tn a regular school. There was, for example, no POHI_ﬁiassrooms in K
regular schools in most of~;he districts in the county,°and no TMI/SMI class-
rooms in regular schools. There was then a stark choice inVJnstitutionaI_ .
settings for some of our study children; from largely mainstreamed to T
ph?sically isolated. In a few of the districts in the county the need for
building more options into the continuum of settings available has begun to
.o .- be addressed in a few of the districts of our study children--for example, a
new POHI facility is being built, attached to an elementary school, a class

» . A
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for severely.mentall¥ impaired children has been opened up, in one district
in an qlementary sC . Thus, the building of qgeéntinUum is slowly being .
forged. Meanwhile, depends where a child lives in the county whether he

or she will have access to new choices. .

Coordination- between special and regular education service systems,
specialization and fragmentation of roles and programs within the special
education service system, and extent of continuum in institutional settings,
were all factors that influenced coherence’ among a particular child's edu-
cational enhvironments, and therefore their restrictiveness, s We came to '
discover in our. study that coherence of a child's total program is a crucial,
albeit problematic, element of LRAG# . The problems evident irt our study of .
lack of coordination among program elements, and between environments serving
a child, suggest to us a tension’ between the necessity of certification and
classificatiop and the ‘intent of the Jeast restrictive appropriate environ-
ment mandate. Certification and classification are exELusionary, anpd appear
to justify maintenance of a separate,. specializaticn-based service system
for hand{gépped children. The intent of_LRAE is inclysionary and intagrating.
Sorting these contradictory pressures out was a continuing concern for many
professionals, and parents, in our study. ~ v

The program and placement decision-making process: We found in Qur study
that the position, or point of departure, from which decision-making meetings
began, the openness of participants to each other's, views, and the actual
process itself'leading to decisions, all influenced the way LRAE was inter-
preted for a child. .Related to these, the general jack of a commonly held
set of goals for educating particular children, and lack of an operational

definition for the term “appropriate,' made the process of armiving at con- )

sensus more difficult. *When decision-making meetngds began with no conclusion
already drawn by participants about most appropriate placement, parents ang

- professionals'were less likely to feei ''railroaded" by the process of choosing

an option. Also, advantages and disadvantages of any particular. placement L
wption were more likely to be brought but. In a related fashion, when parents'
and professionals' perspectivesvon LRAE for a particular child were given

equal weight, and considered seriously, consensus on a particular program and
placement was more likely to be achieved, and.a reasonable placement decision
(or comproyise) arrived at. Because there was usually a gooa aeal more con-
sensus among professionals than between parehtg and professionals in most of
our study cases, professionals’ consciousness of the sensitive ‘use of their
authority was critical to an open decision-making process. 2

Formal procedures at LRAE decision-ﬁaking meetings fended to constrain .

full parent participation in discussions. At most meetings ‘evaluation findings
were presented, school progress in various areas reviewed, and options laid

out for the coming year, all by professionals, before parents even had a

clear role to play at the meeting.” Only in the few cases where parents were: \
explicitly encouraged and asked to share their perspective were parents active

in the first part of meetings. . .
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Lack of commonly held goals for the education &f %icular children,” -

and lack of an operational definition for the term "appropriate' in P.L.
94-142' 1eft those participating in LRAE decision-making meetings with few -
objective criteria to evaluate various plicement options. For the major:ty
of children in our study it was not immediately apparent that a mainstreamed
or self-contained placement was appropriate--choice depended on the short

and long term goals formulated personaily by parents and professionals,

the quality of alternative environments under consideration, and the way
individuals’interpre;eg appropriateness. Because participants freguently
brought differing expectations of the purpose of children's education to

bear on decision-making, and had a stake in different possible outcomes

(e.g., a’special education would want his or her service system used), there
was in our. study wide variability in the way appropriateness ‘was defined, R
within and acyoss cases. oo

-
-

The child's handicapping condition: Each chiid in our study presented
a distinctive portrait of abilities and disabiiities, a unique style of
adaption to his or her handicapping condition. A number of aspects of this
portrait were found in our study cases to influence interpretation and imple-
mentation of LRAE. These inciuded: clarity with respect’ to cause, diagnosis,
and prognosiis for a particular child's handicapping condition; presence of-
multiple handicaps; ease of classification under a particular program label;
degree of consensus on a child's main programmatic needs; and a child's adap-
tive responses to his or her disability. . g

\

In two of our cases lack of clarity as.to cause, diagnosis and prognos%s
for a pa}ticulﬁr child's handicap led to shifting classifications, determi-
nation of educational needs, and program designs over the years. Both these
children have been thought to be edycable mentalty impaired and learning
disabled, at one point simultaneously. For both, it has been hard to ascer-
tain the causes of their learning problems. In the case of one of these
children his IEP committees continue to experiment with new placements after
five years of searching for an appropriate environment. -

, For multiply handicapped children in our study the difficulty in‘inter-)
preting least restrictive. appropriate environment has been in sorting out “
and prioritizing the behavioral and educational impediments to ootimal
functioningy, ‘and .cesigning a program tnat provides the optimum treatment for
the greatest deficjt. It has also meant identifying the disability that might
be-at, the root of other problems. *

I ® 4

Determtination of a child's main programmatic needs often involved con-
sideration of trade-offs 'in program focus in our study 'cases among different
aspects of @ child's development. This was especially true for multiply
handicapped children, but was a factor in decision-making for almost all’

-study children. Although cognitive, socio-emotional and physical development

are in actuality closely intertwined, in a number of our study cases choice
of one or another placement has been ssen to mean enhancement of development

A v
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in one area, at the expense of another. Related to this issue, we found

that the classification system mandated under P.L. S4-142"tended to ]ead
particular children's |EP ¢ommi ttees to choose among-‘alternative environments
focusing on different kinds of needs. Although dual or triple classification
(for example, as educable mentally impaired and emotionally impaired) was
present in a few of our cases, it was generally discouraged in our study
districts, even when appropriate. '

Each child in the study played a key role in defining his cr her own
educational needs: by indicating through behawior or verbally how hapE;_
and comfortable he or she was Teeling in particular settings. Especially
for the mildly to moderately impaired children in our study, each child's
own unique attitudinal and behavioral response, rather than the chjective-

label solely, suggested appropriate placements. »
» \ * * ) ’ i
Parent Involvement . . .

‘t o - ~ N

‘ The findings regarding parent involvement in our study cases shed light
on three central fssues: the implications of genuine vergus.cosmetic parent-
involvement; the factors diffgrentiating Lthe way various pagbnts ‘used rheir
rights under the Act; and the implicdtions @fi.school systems taking- either
3 pro-active or reactive stance .in taforming parents of their rights and
re; ponsibiliti;s: Threaded through these ¥ssues was the often diff[gult ,

. beRavioral and-attitudinal adjustment prPocess that parents and professiona ks
had ‘to go through in meeting new responsibilities under P.L. 94-142. - ,

Two Kends of. factors have differentiated the way our various study
parents have used «their rights under P.L. 94-142:" institutional/environmental
factors, external to the particulars of the sitwation; ang individual factors
such as the status, backgrounds, and ‘personalities of the narticipants, the
history ofﬂa particular family's relationships with the schools. and the
nature of a particular child's needs. Institutional factqrs. drew parengs s
into an activist role in three of gur Cyses when the parents saw.s+ermificant
shortcomings or proolegs in the instituikonél systermrs serving their chiidren.
Whether®the problem w¥®)ack of adequate resources, an insti}utional philoéophv ¢
that appeared to be ha¥mful’ fo the child, or a-disorganized classroom program,
parents who by their nature.were not activist pecame quité’assertjve*to Drotact
their children. ) S T

- -

On the other hand, in one case in which théachi[d ivolved ,was arghably
receiving a very high level of sefvice and atten;;oﬁ,‘his parents playec a . e
very' active role in monitoring his education and participating in‘decision-
making because they didn't really trust professionals' judgments, and nad a
fairly difficult history of interaction with professianals. Their.activism
could be found on every issue and at every level of decision-making with
respect to their child’s program.* In another case, continuing difficulty ¢

.~in ascertaining a articular child's capabilitytand needs over a period of .
. p L Y

'y . > N . i . . . . v
. years_kept parents involved at a high" lgvel in program decision-making. -
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Two factors that we might have expected to clearly have an influence
on parent involvement--social status of the family, and parental knowledge
of the provisions and intent of P.L. 94-142--did not prove to be seminal
in differentiating involvement among our families. While almost all our
study families started out with an extremely limited knowledge of P.L.
94-142, this fact never impeded parents' willingness to assert themselves
to get their children's needs ‘met. tn fact, parents frequently familiatized
themselves with the major provisions of P.L. 94-142 only when they had to
take an active role in decision-making. Even then, parental knowledge of
their rights was often inexact or vabue. Lower income, ""Blue-coliar"
parents were generally just as willing to engage the schools in battle
when the situation called for such a hecessity as higher social status’
parents. The former were also Just as interested in monitoring their child's
progress as the latter. Personal or situational factors that most clearly
influenced parerit involvement included; personality of the parents, history -
of involvement with the schools, attitudes of key profedsionals, clarity
of djagnosis of a child's handicapping condition, and, a5 discussed above,
parental feelings concerning adequacy of services offered.

. ; ‘ p

o

J

-In gengral in our study-cases, when there was deeper parent involvement
in various aspects of a child's program, regardiess of the motiveé, there was
more tension between pdrents -and professionals. The reasons for this increased
tensiop included: a feeling.on both sides that the old rules no longer applied,
bt no one yet knew the new rules well enough to feel comfortable with them;
at times a feeling in professionals that their ‘expertise was beiqa’%lighted'
or ignored; and for-parents, an opoortunity for ‘the first time to ventilate.
powerful feelings about past treatment from professionals, and the profound
fact of being a parent of a handicapBed child. The working out-of a new
role for.oneself, within the context of making crucial decisions about
a chifld's present and future, inevitably broughtwemotion to the decision-
makjfhg situation. v ' ;

.
- . .
. v

.One benefit.of deeper, more genuine parent %nvolvement whs in many-*
cases a more just placement for a child~-more so, quite ﬁ{gguently from the
parents'’ perspective than, from the professionals'. For parents another
benefit was a sense of renewed control over thein own and their childis
Jdife. ~In some cases, parents who becdme active in decision-making on béhalf _
of theit own child came into contact with other . parents trying. to.dg the same
or who had already done so--they éntered' the ''community" of pagents of ' .
handicapped children and felt part of'a°cbmmunityvfor the first time ¥in many

years. & e . - ¥, - e

. .
” ., P

Most teachers of childrew in our, study recognized both‘tbe gosts and” .
the benefits of genuine parent involvefient, ant they both appreciated and
resented active parents. A1l teachers recognized parent involvement as i
a key provision of P.L. 94-142, and since.the most common attitude to imple-
menting the Act was compliarfce with' the minimum of necessary disruption, we
never folupd any overt resistance to parent involvement.  But when resentment

was preses even covertly, parents picked it up’ and responded. d
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* The-parent involvement® provision of P.L. 94-142 mandated a number of .
administrative methanisms to ensure parent inVolvement in their children's
programs. These include adequate prior notification of meetlngs regarding
their child's program (plqnnlng, decision-making, review), notification - “
before ary planned changes in daily or weekly program, access to all records ‘
kept on their child, and efforts to time meetings so parents can attepd.

Even more basic, parents are to be informed of all the above and 'related
rights for them and their children under P.L..94-142. We have noted a
number of trends in development of these mechanisms in our cases. The
trends generally relate to school efforts to satisfy the intent as well a$s
‘the letter of the-law. . .
: .

r We haye found that the school$ generally do not take an active role
in informing patents of .their and their children's rights, although school
staff willtngly provide information when ked. This is in compliance with
the letter of_P.t. 94-142, although perhazi\ﬁyt the intent, since schools i
are not required to'be active here. Most of dur study parenté picked up :
information on P.L. 94-142 from other parents of handicapped children, in ’
parent-support groups, or from advocates. None® &f our parefits are fully aware
of .all the provisions of,PJ. 94-142; some have full knowledge of  selected
provisions,’ some have a general sense of the requirements and intent of the
law.” In genergl, our study parents have acquired information on particular
provisions on a ''need-to-know' basis: our least’active parents probaply '
hawe least knowledge of their rights under the law. (It is hard to know
which is cause and which is effect here, although we have found. the ”need-
to~know'' incentive a strong one.) .ln the area of |nform|ng parents about
the law, the schools have generally met the letter rather than the spirit

- documents

of the law.
‘ {
In very few cases have
requirements not been met.
to arrange meetings so that
parents haye been consul ted
law was cleariy met in this
picture emerges.
a child's schooi?rqcords.

Probably onl

-
k] ¢
-
» -
- . s

the prior notification or access to records )
In almost all our cases, efforts have been made

at §east one parent could attend. When necessary,’
by phone. The intent as well as the letter of the
ared. With respect: to records a more complicated

one family had full copies of everything in

although most of our familie® have some of the
in their children'.

s files. Scnhools cléarly take a reactive nosition

in this area, probably fearlng the time and cost involved in voluntarily

providing records to parents.

In a few of our cases, parents have not been

aware that schoo] systems often have two *files on handicapped. children--a

regular file ana a soecial education f
from what they thought was the on]y file.
-what was in the files, some of our parents have not-known what to ask for.

“n «r

-

ile. Thus, they have soucht information

Also, not. being given a list of

’

Generally, our study parents have been informed of evaluations and

received reports of evaluation f:ndnngs.
evaluations been conduct®d without the parents'

In on]y a few instances have / :
knowledge or consent.

Rare]y are evalyation findings translated |nto non-technical lawguage,
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* and this has frustrated parents in almost all our cases. Parents of
mentally;impaired children in our study find numerical scores of i.Q., y
D.Q. (developmental quotient), or abilities particularly frustrating.

One parent spoke for a number of others when she noted a tendency for

most evaluation réports to focus .on what a child can't do, rather than

what he ¢an do (the exception being developmental profiles). -

PerKRaps the clearest single ‘indicator of the impact of the parent

involvement provision, of P.L. 94-142 on our study families has been the ° .
‘natupé’6f~tbeaprocess of 1EP and 1EP review meetings. The IEP meeting by
its very *nature is extremely stressful for parents. As one mother noted

'a group of*professionals are sitting around a table discussing the future
of your child." The professionals' control over that child‘s future, their
authority and status, and their nufiers--one parent is usually surrounded
by five or six professionals--make difficult for parents to assert

their perspectives. ' b

o

]

.0né of two patterns®f. interaction was evident at most JEP méetings.
In the first the parent is an ihtegral part of the discudsion, periodically -

Commenting on the issue of the moment. In the other, the professionals .
present and disguss material, with the parents remaining largely silent:

. then, at some point, an advocate or one of the professionals asks: 'What N
do you .think, Mrs. and Mr. K ?'" The reasons for the presence >

f .Qne o' the.other of these two patterns can be found in the structure of

" . the process out}lined by the IEP chair, in the professionals' level of aware-
% ness of how :the‘parents might be feeldng, and in the parents' own sense of

~_. théir role’at the meeting. . . : .

- r o u . . .
Do Tfe general’ stages of almost all. IEP meetings, except for those involving
,?;@‘S£iev§nce§,?problpms in program delivery, and related special matters, were:
- présentdtdon 5 evaluation and progress reports, laying out of program options i .
. forfthe?fﬁtg?egediscussion of..the options, and choice of one of the options. .
At . Meetings & cHilq!s eligibility for special education services under

one’or gnotheg ‘category was discussed, dpproved, or re-confirmed. This
, general -meetipgstructure tended in*all our cases to leave parents silent for_.
the ‘first half of -the meeting; therefore; the first interaction pattern described
abov® precominated at most 1EPs. The exception occurred wnen parents were
inyited Mo share their perspective on a-child's progress, or when the parents .
inserted themselyes into the presgntation.

° -

. We found that when parents were asked concrete, specific guestions, and &
shared cogcrete information integral to gecision-making, then they were (truly
involved ip.degision-making. Also, when it was apparent\that the professionals
at the table are actually listening to and considering what\the parents were
saying, and not just being polite, then the parents were trul in .
«decision-making. When the school psychologist at one retent IEP asgked . -
the parents not to just note what they wanted but to explain why they~thought a.
-child shodld be in a regular first grade class, the parents made a fundamental
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‘led to more effective programs for their children.

o

-

contribution to that meeting. Unfortunately, parents are too fearful

and professionals too unsure of how to bring parents_into tne discussion

in moSt cases. Thus, integral involvement of parents in planning, decision-
making and review meetings is one’impact of P.L. 94-142 yet to be fully felt.

All of our study parents are sighificant]y more involved in planning

for :and deciding about the educational program of their handicapped children
than they would have been if their rights were not defined in law. Because
the changes in relationships mandated and implied in P.L. 94-142 are .
fundamental, it is easy to understand why both parents and professionals are
still struggling to come to terms with those changes in late 1980. The impo -
tant point emerging from the évidence in our cases is that, except in.rare
instances, they arestruggling. As parents have become more involved,. too,
this involvement has both enhanced their sense of self as decision-maker, and

» Conclusions
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In examining the impact of P.L. 94-142 on nine handicapped children and
their families living in one county in Michigan, we have by no means provided
a vehicle for surveyihg the effects of that law on the general pod¥lation of
handicapped individuals. Rather, we have provided a vehi.cle for a small
number of families and -those serving them to share their experiences in
coming to understand their rights and responsibilitiessunder the law, and ‘
then attempting to translate that understanding into new patterns of behavior
and interaction. The strength of our study has been in the aepth to which
we have had the opoortunity to go, thanks to the openness and sense of
responsibility of both parents and professionals.

—~—— ,

We have come to aaree with Edwin Martin, after working with our case
families for two years, that P.L. 94-142 is indeed the most important
legislation for the handicapped ever passed. We have observed firsthand
the human®impact of that']egislation. Painfui adjustments have had to be
made. Rights spelled out in the law have still had to be fought for, in
some cases. Resources have had to be found bv school\diszricts to meet new
responsibilities. Teacners nave had to fing ears to listen to parents, ana
parents' words to express their ideas and feelirtgs. Handicapped children
have found themselves, in at least some cases, more clearly in the mainstream
of educational and social -life. -
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